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Depending on the criteria used, the prevalence of chronic disease in 
6–21-year-olds in the USA is 6–30%, affecting one in five families. A genera-
tion ago, many of these patients did not survive beyond childhood. Due to 
advances in medical treatments, 90% of individuals with chronic illness and 
disability survive childhood, and 750,000 young adults with special health- 
care needs in the USA transition to adulthood annually. Children with special 
health-care needs are defined as those who have or are at increased risk for a 
chronic physical, developmental, behavioral, or emotional condition and who 
also require health and related services of a type or amount beyond that 
required by children generally (Newacheck 1998). In this book, we focus on 
adolescents and young adults with special health-care needs (AYASHCN).

Health-care transition is defined as “the purposeful, planned movement of 
adolescents and young adults with chronic physical and medical conditions 
from child-centered to adult-oriented health-care systems” (Blum 1993). We 
include mental health conditions in this definition. For most AYASHCN who 
have mild conditions, characterized by no limitation of activity or cognitive 
impairment, the transition to adulthood appears to be successful. As the com-
plexity of the condition increases, however, health-care transition (HCT) 
becomes more problematic, resulting in increased morbidity and mortality. 
Because poor HCT can contribute to this increased risk of morbidity and 
mortality, many pediatric and professional medical organizations, public 
health agencies, and advocacy organizations have developed statements or 
guidelines about the need to develop improved transition planning programs. 
Children’s hospitals are aware that they need formal HCT programs; adult 
providers recognize the need to develop methods to incorporate young adults 
with pediatric-onset conditions into their practices; and health-care systems 
are aware that the transition from pediatric to adult-based care is a particu-
larly important one in managing the health of populations. Despite increased 
recognition of the importance of HCT from pediatric to adult-based care, 
evidenced by the number of national conferences and increased peer-reviewed 
publications on the topic, there has been limited progress in addressing these 
barriers. There is an emerging yet not established evidence base for best 
methods in developing HCT programs, and major issues to be answered 
include defining successful HCT and providing evidence for the predictive 
validity for actual successful HCT outcomes.

The purpose of this textbook is to provide health-care professionals caring 
for youth and young adults with chronic illness and disability with a state of 
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the field reference, including the framework, tools, and case-based examples 
needed to develop and evaluate an HCT planning program that can be imple-
mented regardless of a patient’s disease or disability. The editors of this book 
have been involved in developing HCT programs over the past 17 years. 
Drawing from their own personal experience as well as the empirical litera-
ture, the editors and invited chapter authors provide valuable perspectives on 
issues to consider in developing HCT programs across a range of health-care 
settings.

This textbook focuses on how to develop HCT programs regardless of 
disease or disability. As such, it does not cover condition-specific transition 
concerns, except as illustrated through case studies. We prefer to think of the 
transition process as occurring in three phases: preparation, transfer, and 
engagement of the AYASHCN in the adult health-care system. A process for 
this course from pediatric to adult-based care is presented in Chap. 1 as the 6 
Core Elements of HCT. This process can be applied to any HCT model.

Wherever possible, youth/young adult, caregiver, and both pediatric and 
adult provider perspectives and voices are represented. The terms children 
with special health-care needs (CSHCN), youth with special health-care 
needs (YSHCN), and adolescents and young adults with special health-care 
needs (AYASHCN) are used throughout the book where appropriate. Many 
chapters contain brief case examples to illustrate key concepts or address 
literature gaps. As HCT is a process with overlapping components, there is 
some overlap among chapters. In addition, we have tried to cross-reference 
chapters, where appropriate.

This textbook begins with an introductory chapter (Part I) defining HCT 
describing the urgent need for comprehensive transition planning, the subse-
quent morbidity and mortality associated with poor transition outcomes, bar-
riers to HCT, and a framework for developing and evaluating health-care 
transition programs. Part II focuses on the anatomic and neurochemical 
changes that occur in the brain during adolescence and young adulthood, the 
impact of these changes on cognitive function and behavior, and the ways in 
which cognitive function and behavior influence AYASHCN management of 
their illness during transition. The HCT perspectives of important partici-
pants in the HCT transition process—youth/young adults, caregivers, and 
both pediatric and adult providers—are presented in Part III, as well as 
changes in insurance and additional financial barriers experienced as youth 
age into young adulthood. Part IV presents ten chapters each addressing an 
aspect of developing HCT programs, from establishing administrative struc-
tures and processes to preparing, transferring, and tracking AYASHCN as 
they leave the pediatric setting to their successful acceptance into the adult 
health-care system. A successful transition from the perspective of five key 
stakeholders in the transition process—patients, caregivers, pediatric provid-
ers, adult providers, and third-party payors—is presented in Part V. Issues of 
HCT finance are covered in two chapters (Part VI). Part VII explores special 
issues in HCT, such as HCT and the medical home, the international perspec-
tive on transition, legal issues in HCT, and transitioning youth with medical 
complexity or cognitive/intellectual disabilities. The chapters in this section 
that represent relatively new topics in HCT include the hospitalist’s and 
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 dentist’s perspectives on HCT and the increased role of pharmacists and pal-
liative care. Models of HCT programs are presented in Part VIII, including a 
case study of a hospital-based transition planning program and an overview 
of a variety of programmatic models currently operating in the field, as well 
as the state of the field in terms of evidence to support best practice. A single 
concluding chapter forms Part IX.

In all, there are 37 chapters from 63 authors representing 46 medical cen-
ters in North America and Europe.

It is important to note that as of the writing of this textbook, the infrastruc-
ture of HCT finance is currently being threatened by repeal of the ACA, with 
proposed dramatic reductions in Medicaid and CHIP payments upon which 
many AYASHCN depend for life-sustaining therapies.

Houston, TX Albert C. Hergenroeder 
Houston, TX  Constance M. Wiemann 
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Introduction: Historical 
Perspectives, Current Priorities, 
and Healthcare Transition 
Processes, Evidence, 
and Measurement

Patience H. White and Margaret A. McManus

 Health-Care Transition  
in the United States

 Historical Perspectives and Current 
National Organization Priorities

C. Everett Koop, MD, considered one of the most 
influential surgeon generals in American history, 
played a pivotal role in establishing transition as 
a national priority. In 1989, he convened a sur-
geon general’s conference, “Growing Up and 
Getting Medical Care: Youth with Special Health 
Care Needs.” In his opening remarks, Dr. Koop 
noted: “Our transition concerns are not amend-
able to a quick fix. A basic underlying defect in 
the system has to do with the lack of a transition 
protocol for healthy adolescents from pediatric to 
adult services.” [1]. In his closing remarks, Dr. 
Koop’s call to action addressed the need for col-
laborative efforts to develop transition guidelines 
for professionals, address financial barriers, and 
conduct new research.

The Maternal and Child Health Bureau (MCHB), 
under the leadership of Dr. Merle McPherson, was 
charged with implementing the surgeon general’s 
call to action. A series of state and national efforts 
were undertaken in the 1990s, including establish-
ing a set of core outcomes for state Title V programs 
for children with special needs, one of which was 
on transition: “Youth with special health care needs 
(YSHCN) will receive the services necessary to 
make transitions to adult life, including adult health 
care, work and independence.” [2]. Starting in the 
1990s and continuing to present time, MCHB has 
funded a series of special projects and a national 
center on transition. Also during this time, the 
National Survey of Children with Special Health 
Care Needs was funded, with questions for parents 
of YSHCN about receipt of transition support.

Professional statements on transition were 
first introduced by the Society of Adolescent 
Medicine (SAM) in 1993 in response to signifi-
cant advances in medical science and associated 
improvement in survival among children with 
severe chronic illness [3]. A well-cited definition 
of transition was introduced in SAM’s statement: 
“Transition is defined as the purposeful, planned 
movement of adolescents and young adults with 
chronic physical and medical conditions from 
child-centered to adult-oriented health-care sys-
tems.” [3]. In addition, four key elements associ-
ated with transition success were identified: (1) 
professional and environmental support for pro-
moting adolescent development of new skills in 
autonomy and independence, (2)  decision- making 
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and consent for adolescents to take on a greater 
role in their own health care, (3) family support 
to encourage and support adolescent indepen-
dence, and (4) professional sensitivity to the psy-
chosocial issues of disability, including shared 
responsibility between pediatric and adult profes-
sionals to assure that care is continuous.

In 2002, the American Academy of Pediatrics 
(AAP), the American Academy of Family 
Physicians (AAFP), and the American College of 
Physicians (ACP) published a consensus state-
ment on health-care transition for young adults 
with special health-care needs [4]. This policy 
statement defined six steps needed to “maximize 
lifelong functioning and potential through the 
provision of high-quality, developmentally 
appropriate health care services that continues 
uninterrupted as the individual moves from ado-
lescence to adulthood.” [4]. These steps called for 
(1) ensuring that all YSHCN have an identified 
provider with responsibility for transition plan-
ning; (2) identifying core transition knowledge 
and skills as part of physician training and certifi-
cation; (3) preparing up-to-date medical summa-
ries; (4) developing written transition plans 
starting at age 14; (5) applying the same guide-
lines for primary and preventive care for all youth 
and young adults, including those with special 
needs; and (6) ensuring access to affordable and 
continuous health insurance coverage.

 Current Health-Care Transition 
Priorities and National Professional 
HCT Efforts

Health-care transition is one of the Healthy 
People 2020 national objectives [5]. Specifically, 
Healthy People calls for increasing the propor-
tion of YSHCN whose health-care provider has 
discussed transition planning from pediatric to 
adult health care. Health-care transition is also an 
MCHB Title V national performance priority: to 
increase the proportion of youth with and without 
special health-care needs who receive the ser-
vices necessary to make transitions to adult care 
[6]. As many as 32 state Title V programs have 
elected to focus on transition as a priority [7]. 

MCHB continues to support a national resource 
center on health-care transition, called Got 
Transition [8], and numerous training and special 
projects that incorporate health-care transition. 
The Substance Abuse and Mental Health Services 
Administration (SAMHSA), too, has established 
a “Healthy Transitions” grant program, to sup-
port state interventions for 16–25-year-olds with 
serious mental health conditions [9]. In addition, 
the Centers for Medicare and Medicaid Services 
(CMS) includes care transitions in its Medicaid 
health home option for individuals with chronic 
conditions [10]. Another important national 
effort is the National Committee on Quality 
Assurance’s patient-centered medical home rec-
ognition requirements that incorporate pediatric- 
to- adult transitions [11]. All of these efforts 
demonstrate growing national attention on 
health-care transition.

In 2011, the AAP, AAFP, and ACP released a 
joint clinical report that, for the first time, went 
beyond a general statement on transition and 
offered specific guidance for primary and spe-
cialty care on practice-based transition supports 
using an age-based algorithm for all youth with a 
component for YSHCN that begins in early ado-
lescence and continues into young adulthood 
[12]. This clinical report defined six practice- 
based steps, including (1) discussing an office 
transition policy with youth and parents, (2) 
developing a transition plan with youth and par-
ents, (3) reviewing and updating the transition 
plan and preparing for adult care, (4) increased 
engagement of youth in self-care and decision- 
making in preparation for an adult approach to 
care starting at age 18, (5) incorporating transition 
planning in chronic care management and 
addressing age-appropriate transition issues, and 
(6) ensuring transition completion. Further, the 
clinical report recommended that transition plan-
ning begin between ages 12 and 14 and that trans-
fer out of pediatric care should take place between 
18 and 21. Finally, the clinical report emphasized 
the importance of communication between pedi-
atric and adult providers as well as timely 
exchange of current medical information. The 
2011 clinical report served as the framework and 
set the stage for the current HCT quality improve-

P. H. White and M. A. McManus



5

ment process called the Six Core Elements of 
Health Care Transition, discussed below [13]. 
This 2011 clinical report is currently being 
updated jointly by the AAP, AAFP, and ACP and 
will likely be released in 2018.

 Snapshot of Chronic Conditions 
in Adolescents and Young Adults 
in Transition

According to the National Survey of Children’s 
Health, in 2011/2012, an estimated 25% of 
12–17-year-olds had a special health need [14]. 
Comparable special-needs prevalence estimates 
for the young adult population are not available. 
Related literature on the chronic condition preva-
lence rate in the young adult population is at least 
30%, with an estimated 5% of this population 
having a disability that affects their daily func-
tioning [15, 16]. The Institute of Medicine, in 
their 2014 report on the health of young adults, 
described young adults as “surprisingly 
unhealthy” as a result of risky behaviors that peak 
in this age group, onset of mental health condi-
tions, unintentional injury, substance abuse, and 
sexually transmitted diseases [16]. The Society of 
Adolescent Health and Medicine, in its new posi-
tion statement on young adult health, described 
this period as one in which “unmet health needs 
and disparities in access to appropriate care, 
health status and mortality rates are high.” [17].

Recognizing these vulnerabilities and the sig-
nificance of adolescence and young adulthood in 
terms of establishing a healthy foundation for 
adulthood, it is concerning that their utilization of 
health services is so low. In 2015, 27% of young 
adults had no usual source of care, and as many 
as 45% made no doctor visit in the past year. This 
lack of connection to care, although not as dra-
matic, is evident with mid-adolescents—8% of 
15–18-year-olds were without a source of care, 
and 25% made no doctor visit compared to 4% of 
10–14-year-olds without a source of care and 
18% without a doctor visit [18]. Although youth 
and young adults with chronic conditions have 
higher utilization rates than those without [18], 
still there is a sizeable population without access 

to and regular use of health care. Clearly, the 
implications of these utilization patterns suggest 
the urgency of outreach and facilitated access as 
part of all transition interventions.

 Health-Care Transition Needs 
of Youth and Young Adults

National surveys reveal that the majority of youth 
with special health-care needs (YSHCN) and 
young adults are not receiving health-care transi-
tion counseling. According to the 2009/10 
National Survey of Children with Special Health 
Care Needs, 60% of YSHCN are not receiving 
needed transition support [19]. This nationally 
representative survey measured receipt of transi-
tion counseling by using responses to four spe-
cific measures and their follow-up questions:

 1. Doctors have discussed shift to adult provider, 
if necessary.

 2. Doctors have discussed future health needs, if 
necessary.

 3. Doctors have discussed future insurance 
needs, if necessary.

 4. Caretakers report that the child has usually or 
always been encouraged to take responsibility 
for his/her health-care needs.

YSHCN least likely to receive needed transi-
tion preparation were male; Hispanic; Black; with 
low to moderate income; with emotional, behav-
ioral, or developmental conditions; without a 
medical home; and publicly insured or uninsured 
[20]. The newest national survey results from the 
2016 NSCH survey showed even fewer youth 
received transition services than previously 
reported. This new internet survey of parents of 
youth ages 12 through 17 reported that YSHCN 
(84%) are not receiving recommended HCT prep-
aration and an even greater proportion of youth 
without special needs (86% of non-YSHCN) also 
failed to receive recommended transition prepara-
tion. These survey results also reveal major gaps 
in YSHCN having time alone with their health-
care providers during the preventive care visit and in 
receiving anticipatory guidance related to privacy 
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and consent changes that happen at age 18 as 
well as the eventual shift to an adult provider. In 
addition, these data show that about 30% of 
YSHCN are not actively working with their pro-
vider to gain self-care skills [20].

According to the 2007 Survey of Adult 
Transition and Health, 76% of young adults, aged 
19–23, reported not receiving transition counsel-
ing services [21]. This national survey sample is 
of young adults whose parents were interviewed 
when their youth were 14–17, as part of the 2001 
National Survey of Children with Special Health 
Care Needs. Receipt of transition counseling in 
this survey used the following three measures:

 1. Doctors have discussed how their needs would 
change with age.

 2. Doctors have discussed how to obtain health 
insurance as an adult.

 3. Meeting with adults at school or somewhere 
else to set goals for what you would do after 
high school and make a plan to achieve them 
(called a transition plan).

The main factors associated with not receiving 
transition counseling were not having a personal 
doctor or nurse and problems with provider-
patient communications.

Much has been written about disease-specific 
barriers experienced by youth, young adult, fam-
ily, and clinicians (see Tables 1.1 and 1.2) as well 
as adverse outcomes associated with lack of 
structured transition support. These barriers are 
discussed throughout the book, in nearly every 
chapter, and from a variety of personal, profes-
sional, and systems perspectives. Most com-
monly youth and families are anxious about 
leaving their long-standing pediatric clinicians, 
the lack of information regarding the transition 
process, and poor communication between pedi-
atric and adult clinicians. Pediatric providers 
express concern about the lack of adult clinicians 
available and their training in the care of youth 
with pediatric-onset chronic illnesses. Recent 
adult provider surveys, however, show that many 
adult clinicians are interested in learning from 
their pediatric colleagues and are willing to care 
for young adults with pediatric-onset diseases if 
improved communications and infrastructure 
support can be provided especially for those 
youth with medically complex diseases [32].

Many studies show the adverse impacts from 
lack of health-care transition support in terms of 
medical complications [33, 34], limitations in 
health and well-being [35, 36], lack of treatment 
and medication adherence [34, 37], discontinuity 
of care [38], consumer dissatisfaction [35, 39], 
and higher emergency room, hospital utilization, 
and higher costs of care [34, 40, 41]. For example, 
in a review of transition for youth with diabetes, 
delayed first appointments in adult care, increased 
hospitalizations, and worsening A1C levels were 
seen in the transition period [42]. In studies of 
transition for youth with HIV, youth had poor 
medication adherence and worsening disease with 
lower CD4 counts during transition to adult pro-
viders [43]. Other studies report young adults 

Table 1.1 Barriers: youth and families’ perspectives 
[22–24]

  • Hard to leave long-standing pediatric provider(s)

  • Lack of information about transition process

  •  Difficult to find adult specialty doctors/adult 
support systems

  • Not prepared for adult care

  •  Lack of communication/coordination between 
pediatric and adult providers/systems

Table 1.2 Barriers: pediatric and adult clinicians’ per-
spectives [25–31]

  •  Poor communication and coordination between 
pediatric and adult providers/systems

  • Hard to let go of long-standing relationships

  •  Low levels of youth/young adults’ knowledge of 
their own health, privacy and consent issues, 
how to use health care

  •  Limited adult health system infrastructure 
support

    – Inadequate care coordination support
    – Little information on community resources
    – Poor access to adult mental health clinicians

  •  Adult clinicians’ lack of knowledge/training in 
pediatric-onset diseases, young adult health and 
communication

  •  Adult clinicians’ preference for consultation 
support from pediatric colleagues

  • Little time and low payment for HCT activities

P. H. White and M. A. McManus
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with sickle cell disease transferring from pediatric 
clinics had increased episodes of pain and higher 
mortality [44] and youth with transplants had 
higher rates of rejection and allograft loss imme-
diately following transfer [45].

 The Six Core Elements of HCT 
Quality Improvement Process 
and Evidence for Structured HCT 
Interventions

With the 2011 AAP/AAFP/ACP Clinical Report 
as a framework, a new quality improvement 
structured transition process, called the Six Core 
Elements of Health Care Transition, was devel-
oped and tested between 2011 and 2013 in learn-
ing collaboratives launched in Washington DC, 
Massachusetts, Colorado, New Hampshire, and 
Wisconsin (Fig. 1.1). These learning collabora-
tives utilized the evidence-based quality improve-
ment methodology from the National Initiative 
for Children’s Healthcare Quality and pioneered 
by the Institute for Healthcare Improvement. 
This work demonstrated that the Six Core 

Elements approach and tools were feasible to use 
in both primary and subspecialty clinical settings 
and resulted in measurable improvements in the 
transition process [46].

The Six Core Elements of HCT define the 
basic components of health-care transition sup-
port that any practice, health-care system, transi-
tion model, or program can use to develop a 
successful transition process that includes the 
three key components of HCT: preparation, trans-
fer, and integration into adult care. Clinicians/sys-
tems can choose to implement all or only a few of 
the core elements, and they can also customize the 
sample tools to fit their patient population needs 
and resources. Using a quality improvement pro-
cess allows flexibility to determine how much 
support youth will require to attain needed skills 
related to self-care and health system utilization. 
Patients with medically complex conditions, 
developmental disabilities, and mental health 
conditions will likely require more time and sys-
tem support. Patients who have more family sup-
port and resources, greater self- management 
skills, or less complex disease will likely require 
less system support.

Transition
Policy

Tracking
and

Monitoring

Transition
Readiness/
Self Care

Assessment

Transition
Planning

Transfer
of Care/Initial

Adult
Provider Visit

Transition
Completion/

ongoing care/
Consumer
Feedback

Discuss
Transition
Policy

Track
progress

Assess skills
Develop
transition
plan

Transfer
documents/
provider
Communication

Confirm transfer
completion
Pediatric
consultation as
needed

AGES 12-14 AGES 14-15
16-17-18 AGES 18-21

AGES 14-15-
16-17-18

AGES 14-15-
16-17-18

3-12 months after
transfer and
ongoing care

1 2 3 4 5 6

•
•

•
•

•
•

•

CENTER FOR HEALTH CARE TRANSITION IMPROVEMENT

Fig. 1.1 Six Core Elements of Transition-Transitioning Youth to an Adult Health Care Provider Version [8]
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The Six Core Elements approach includes 
packages and sample tools for different settings: 
(1) for those youth who are leaving a pediatric, 
med-peds, or family physician practice to move to 
an adult provider (called “Transitioning Youth to 
Adult Health Care”), (2) for those who will be 
transitioning to an adult model of care but not 
changing providers (called “Transitioning to an 
Adult Approach to Care without changing 
 providers”) for use by family medicine and med- 
peds providers, and (3) for those who are integrat-
ing into an adult practice (called “Integrating 
Young Adults into Adult Health Care”) for use by 
internal medicine, family medicine, and med-
peds providers accepting transfer of young adults. 
A side-by-side display comparing the three pack-
ages can be found at http://gottransition.org/
resourceGet.cfm?id=206.

The Six Core Elements quality improvement 
approach has been successfully customized and 
utilized in different settings and models of care, 
including many American College of Physicians 
subspecialty societies [47], a DC Medicaid- 
managed care organization [48], and several 
integrated care systems in both primary and 
subspecialty care settings, such as Henry Ford 
Health System, Walter Reed Medical Center, 
Cleveland Clinic, the University of Rochester 
Medical System [49], and Kansas City Mercy 
Children’s Hospital (for all their pediatric 
departments) [50]. Got Transition, with their 
system partners, published a tip sheet “Starting 
a Transition Improvement Process Using the 
Six Core Elements of Health Care Transition” 
that summarizes the key initial steps for a 
health-care quality improvement process [51]. 
Due to requests from many primary care prac-
tices, Got Transition developed a tip sheet 
“Incorporating Pediatric- To- Adult Transition 
into NCQA Patient-Centered Medical Home 
Recognition” [52]. Got Transition also has col-
laborated with school-based health clinics to 
customize the Six Core Elements for their stu-
dent population, including utilizing the readi-
ness assessment results for building self- care 
skills in health education classes [53]. In addi-
tion, with a med-peds residency education pro-

gram that utilized the Six Core Elements and 
combines quality improvement with improving 
transition care [54].

In a 2017 systematic review of evaluation 
studies conducted between 1995 and 2016, 
Gabriel et al. [55] identified 43 transition stud-
ies that found significant positive effects of 
structured transition interventions. Almost all of 
these studies examined youth with a single 
chronic condition. Using the triple aim frame-
work of population health, consumer experi-
ence, and costs of care, the authors discovered 
statistically significant positive outcomes in 28 
studies. Positive population health outcomes 
were most often reported in terms of adherence 
to care, improved patient-reported health and 
quality of life, and development of self-care 
skills. Additional positive outcomes in the sys-
tematic review included improved experience of 
care, increased ambulatory care visits, less time 
between the last pediatric and initial adult visit, 
and lower emergency room and hospital use. 
Many different HCT models were used in these 
evaluation studies, but descriptive information 
about these interventions was limited, which 
precluded associating significant positive out-
comes with particular models.

 Health-Care Transition Process 
and Outcome Measurement

An essential part of the transition process is mea-
suring transition performance among individual 
clinicians/practices and networks/systems in 
terms of both process and outcome. For example, 
if one measures implementation progress using 
the Six Core Elements process, each of the Six 
Core Elements packages has measurement tools 
to track transition implementation improvements. 
There are two options: (1) the “Current 
Assessment of Health Care Transition Activities,” 
which is a qualitative self-assessment method to 
determine the level of health-care transition sup-
port available, and (2) the “Health Care Transition 
Process Measurement Tool,” which is an objec-
tive scoring method for assessing implementation 
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of the Six Core Elements. Each can be completed 
at the beginning of a quality improvement (QI) 
process to provide as a baseline and then periodi-
cally to assess progress.

A useful framework for measuring outcomes 
is based on the triple aims of population health, 
consumer experience, and utilization and costs 
(see also Chaps. 23, 24, and 25) [56]. To measure 
population health, several variables can be con-
sidered, including self-care skills, adherence to 
care (e.g., medications and drug blood levels), 
continuity of care, disease-specific measures 
(e.g., A1C levels), mortality, and quality of life 
(QoL) [55]. The latter variable is a difficult indi-
cator of the transition impact because the health- 
care transition process may be a minor component 
affecting the young adult’s QoL. Consumer expe-
rience can be measured with the “Consumer HCT 
Feedback Survey” that is a part of the Six Core 
Elements packages. The questions are mainly 
based on the questions from the National Survey 
of Children with Special Health Care Needs and 
the ADAPT survey [57]. There are only a few 
studies measuring consumer feedback, and many 
are disease-specific, such as the “Mind the Gap 
Scale” for youth with arthritis [58]. There is little 
data from surveys of clinician experience of a 
structured transition process in the literature. One 
study used a structured interview format to obtain 
provider experience with the Six Core Elements 
approach [46]. To measure utilization and cost, 
variables include the outpatient, inpatient and 
emergency room use, time lapse between pediat-
ric and adult health visits, and their associated 
costs [55]. Other chapters add to the discussion 
of patient and family experiences and outcomes 
(see Chaps. 4, 5, 19, 26, 35, and 36).

 Health-Care Transition 
Interventions and Models of Care

As mentioned previously, the 2011 AAP/AAFP/
ACP Clinical Report and the Six Core Elements 
of HCT, which address planning, transfer, and 
integration into adult care, can be utilized in 
many different interventions and models of tran-

sition care. There is no consensus regarding rec-
ommended HCT models, and it is likely that 
many models of care will be needed to reflect the 
complexity of the population transitioning with, 
for example, more support being needed for the 
more complex youth and young adult population. 
There are several chapters in this text that pro-
vide the reader with current opinions on various 
transition interventions, models, and measures 
(see Part IV, Chaps. 9–18; Part VII, Chaps. 26–
28; and, Part VIII, Chaps. 35 and 36).

 Conclusion

Now is the time to improve the transition from 
pediatric adult-based care for youth with and 
without special needs. There is increased need 
and interest from health-care systems, primary 
and specialty care practices, hospitals, public 
health programs, and national organizations. 
Many transition improvements are being under-
taken. The Six Core Elements offer a process 
that can be successfully adapted and imple-
mented in a variety of settings and models. This 
introduction has covered the history and current 
experience around HCT and the latter is covered 
in greater detail in the following chapters.
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2

Case Study

At age 17, Jessica Platt was admitted to an adult 
ward in a UK hospital with an illness requiring 
admission for some days. She was distressed by 
the lack of understanding staff appeared to have 
of her situation. She undertook her own research 
and wrote a pamphlet. One of its pages is repro-

duced here; note especially the clarity of the 
middle paragraph Fig. 2.1.

The full pamphlet and background are 
available at: https://sites.google.com/site/yph-
sig/networking/the-blog/participationinac-
tionteensinhospital. Reprinted with permission 
from Jessica Platt.

Fig. 2.1 Adolescent 
Brain Pamphlet
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 Anatomical, Hormonal 
and Neurochemical Changes

By age 6 years, the brain is at 95% of its peak 
volume [2]. Total cerebral volume peaks at 
14.5 years in males and 11.5 years in females.

 Cortical Grey Matter

Grey matter consists of neurones, synapses and 
unmyelinated axons. In the adolescent brain, 
there is a gradual increase in grey matter fol-
lowed by reduction—the so-called inverted U [2, 
3]. The sensory and motor regions mature first, 
followed by the remainder of the cortex, which 
follows a posterior to anterior loss of grey matter 
with the last area to change being the superior 
temporal cortex (Fig. 2.2) [2]. Histological stud-
ies, mainly in animals, show that there is a mas-
sive synaptic proliferation in the prefrontal area 
in early adolescence, followed by a plateau phase 
and subsequent reduction and reorganisation. 
Longitudinal imaging studies in humans have 
recently confirmed histological studies. It is the 

rarely used synaptic connections that are assumed 
to be pruned, leading to a more efficient and spe-
cialised brain [3, 4]. This prefrontal region is the 
site of executive control of short- and long-term 
planning, emotional regulation, decision-making, 
multi-tasking, self-awareness, impulse control 
and reflective thought (see Table 2.1, below). It is 
important to realise that when the posterior corti-
ces for vision and sensory-motor control are 
approaching the end of their inverted U trajecto-
ries at about age 10–13 years (i.e. synaptic prolif-
eration stopped some time ago and pruning is 
almost complete), the prefrontal cortex is still in 
a state of massive synaptic proliferation.

Gray
Matter
Volume

>0.5

0.4

0.3

0.2

0.1

0.0

AGE

5 yrs

20 yrs

Fig. 2.2 Right lateral 
and top views of the 
dynamic sequence of 
grey matter maturation 
over the cortical surface. 
The side bar shows a 
colour representation 
in units of grey matter 
volume. Fifty-two scans 
from thirteen subjects 
each scanned four times 
at approximately 2-year 
intervals. Reprinted with 
permission from [2]

Table 2.1 Prefrontal cortex functions

The prefrontal cortex is the site of:

  •  Executive control of short- and long-term 
planning

  • Emotional regulation

  • Decision-making

  • Multi-tasking

  • Self-awareness

  • Impulse control

  • Reflective thought

A. Colver and G. Dovey-Pearce
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 Sub-Cortical Grey Matter

The basal ganglia or nuclei are the striatum (caudate 
nucleus and putamen), ventral striatum (nucleus 
accumbens), globus pallidus,  subthalamic nucleus 
and substantia nigra. These nuclei are involved in 
transmission circuits which control movement and 
higher-order cognitive and emotional functioning. 
The limbic system, consisting of the hippocampus, 
amygdala, septic nuclei and limbic lobe, is closely 
involved in emotional regulation, reward process-
ing, appetite and pleasure seeking.

Due to their small size, accurate visualisation of 
these regions is more difficult than for cortical grey 
matter; however, the caudate nucleus follows a sim-
ilar ‘inverted U’ shape trajectory and limbic struc-
tures develop sooner than the basal ganglia [2].

 White Matter

White matter tracts between the prefrontal cortex 
and subcortical structures develop in a steady but 
non-linear manner [1], with more rapid develop-
ment of functional tracts in early adolescence and 
levelling off in young adulthood. The changes 
reflect a mixture of ongoing myelination and 
increased axonal diameter. In contrast to grey 
matter changes, the white matter increases occur 
in all lobes of the brain simultaneously [5, 6]. 
Recent studies, using diffusion tensor imaging, 
show that this increase in myelination and axon 
density in white matter tracts between the pre-
frontal cortex and basal ganglia continues to 
develop throughout adolescence [1, 7].

 Pubertal Hormones

Grey matter changes in the same sequence in 
boys and girls, but girls’ grey matter peaks about 
1 year before that of boys [8]. This difference 
corresponds with pubertal maturity, suggesting 
brain development and puberty may be interre-
lated [9]. The behavioural changes of adoles-
cence correspond to the timing of puberty, not 
chronological age, as do the gender differences in 
mental health problems such as depression.

Although there are many associations between 
pubertal hormone levels, behaviours and grey and 
white matter changes, it is difficult to know if 
these are causative. Studies need first to control 
for age, sex and onset of puberty before examin-
ing if there are residual associations with pubertal 
hormone levels. Until recently the causal effects 
of pubertal hormones on brain structure and func-
tion were thought to occur only in the perinatal 
and late gestation periods; effects in adolescence 
were thought at most to sensitise certain brain 
structures. However, recent developments in the 
field are challenging this view and are reviewed 
by Schulz [10]. Studies in rodent models suggest 
there might be a causal link. Studies which involve 
castration or oophorectomy at various ages and 
injection of pubertal hormones show that sexually 
dimorphic (i.e. different in male and female) 
behaviours are influenced by the presence of 
pubertal hormones during adolescence, whether 
these come from the gonad or are administered by 
injection [10]. Further, there is evidence of sexual 
dimorphism in aspects of brain structure matura-
tion in the limbic, basal ganglia and frontal cortex 
systems [10]. Extrapolated to humans, this might 
indicate the pubertal hormones determine to some 
extent the patterns of adolescent brain maturation, 
rather than just facilitating changes generated 
independently. There is now some evidence for 
this in humans. Striatal volumes are unrelated to 
puberty stage or testosterone level, but larger grey 
matter volumes in the limbic system in both sexes 
are associated with later stages of puberty and 
higher levels of circulating testosterone. The sen-
sitivity of the limbic system to testosterone is 
sexually dimorphic, and this may be responsible 
for the greater risk of anxiety and depression in 
girls [11]. There are also associations between 
white matter microstructure and sex and pubertal 
level—and a small residual effect of pubertal hor-
mones [12].

 Neurotransmitters

Dopamine is the neurotransmitter involved in 
priming and firing reward-seeking circuits and in 
reinforcing learning. There are two significant 

2 The Anatomical, Hormonal and Neurochemical Changes that Occur During Brain Development
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dopaminergic pathways, the mesolimbic from the 
midbrain to the limbic structures and the meso-
cortical from the midbrain to the frontal cortex 
[13]. Both primates and rodents exhibit increases 
in functionally available dopamine during ado-
lescence as compared to other life periods and the 
brain’s sensitivity to dopamine [14]. Dopamine 
receptors increase in the striatum and prefrontal 
cortex in adolescence and then decline, but this is 
not due to underlying pubertal hormone levels 
[15]. This elevation of dopamine levels affects 
the efficiency with which synaptic signalling can 
regulate behaviour in an adaptive manner. The 
neuro-circuitry of reward seeking is thought to be 
determined by dopamine signals received by the 
nucleus accumbens [14, 16].

Oxytocin is the hormone commonly known 
for its role in a variety of social behaviours, 
including social bonding in maternal behaviour 
and hostility to those outside a person’s core 
social group [17]. Oxytocin can also act as a 
neurotransmitter and may play an important 
role during adolescence [18]. Pubertal hor-
mone levels are strongly correlated with oxyto-
cin-mediated neurotransmission in the limbic 
areas [19, 20] where there is proliferation of 
oxytocin receptors during adolescence. These 
changes in oxytocin transmission may explain 
why adolescents show heightened responses to 
emotional stimuli in comparison to children 
and adults [21].

Endocannabinoids are substances produced 
from within the body that activate cannabinoid 
receptors. Although endocannabinoids are inter-
cellular signallers, they differ in numerous ways 
from dopamine. For instance, they use retrograde 
signalling between neurons. This allows the post-
synaptic cell to control its own incoming synaptic 
traffic. The ultimate effect on transmission 
depends on the nature of the more conventional 
anterograde transmission by other neurotransmit-
ters. So, as is often the case when the anterograde 
excitatory neurotransmitter is dopamine, the ret-
rograde signalling by the endocannabinoids exer-
cises inhibitory modulation. This is a relatively 
new field of enquiry which is likely to influence 
how we understand the development of emo-
tional behaviour [22, 23].

 Summary

New imaging techniques show unequivocal 
changes in the white and grey matter of the brain 
which take place between 11 and 25 years of age 
and increased dopaminergic activity in the pre-
frontal cortices, the striatum and limbic system 
and the pathways linking them. The brain is 
dynamic, with some areas developing faster and 
becoming more dominant until other areas catch 
up. These changes represent a period of ‘pruning, 
re-wiring and insulation’ that sees predominant 
neural circuits surviving and becoming more effi-
cient. This happens first in primary systems (such 
as motor and sensory) in early adolescence, with 
executive systems (memory, planning, emotional 
regulation, decision-making and behavioural 
inhibition) only maturing in young adulthood. 
Broadly, changes start in functional units of the 
brain (such as limbic system, basal ganglia, pre-
frontal cortex) and progress to changes in func-
tional networks as white matter steadily 
increases. Changes in the neurotransmitters and 
their receptors, especially dopamine, facilitate 
these processes. The importance of pubertal hor-
mones in brain maturation is still uncertain. 
These points are summarised in Table 2.2.

Plausible mechanisms link these changes to 
the cognitive and behavioural features of adoles-
cence. The changing brain may generate abrupt 
behavioural change with the attendant risks; but 
it also produces a brain which is flexible and able 
to respond quickly and imaginatively. Ideally, the 
young person’s immediate environment and 
wider society set a context that allows adolescent 
exuberance and creativity to be bounded in rela-
tive safety, thus allowing them to experiment and 
explore the opportunities available to them, in 
order to develop their sense of self and make 
decisions about their future. Whilst these changes 
apply to all young people, there are additional 

Table 2.2 The adolescent brain—all you need to know

  •  It is certain that the brain changes much during 
adolescence

  • The changes continue from 11 to 25 years

  •  Pubertal hormones are probably not the main 
determinant of change

A. Colver and G. Dovey-Pearce
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challenges for young people with chronic illness 
and disability in the context of their transition to 
adulthood, who need to learn to manage their 
health condition during this dynamic phase of 
life. Further, their health care providers need to 
understand how to facilitate this.
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 Introduction

I would there were no age between ten and three- and- 
twenty, or that youth would sleep out the rest; for 
there is nothing in the between but getting wenches 
with child, wronging the ancientry, stealing, 
fighting.—William Shakespeare: The Winter’s Tale

This famous quotation appears to side with the 
difficulties which adolescents may present, but 
Shakespeare is sympathetic to adolescents in 
Romeo and Juliet—his one play that over the 
centuries has never gone out of fashion. Romeo 
and Juliet are young, aged 16 and 13 years. 
Shakespeare looks at them in wonder and love, 
even as they show typical adolescent behaviours 
of peer reinforcement, novelty seeking, impulsiv-
ity and not looking far ahead. They meet at a 
party, are attracted to each other, immediately 
realise their families are enemies but the same 
night are talking outside Juliet’s bedroom and 
within a few days are married secretly.

The teenage years are marked by certain indis-
putable biological realities. In terms of the per-
sonal and social aspects of adolescence, 
anthropological and historical research has dem-
onstrated that what it means to be young varies 
between cultures and over historical periods [1, 2] 
and what is widely understood as ‘normal adoles-
cence’ is socially constructed [3]. In current 
Western societies, we understand adolescents to 
be steadily acquiring autonomy in all areas of life, 
shifting their focus from the developmental tasks 
of childhood, such as friendships and school, to 
more adult goals, such as career and intimate rela-
tionships [4]. With the process influenced by 
internal and external factors, adolescents com-
monly explore a variety of experiences and exper-
iment with different behaviours, in order to 
develop their sense of self and make decisions 
about their future. In the current economic cli-
mate, many people moving through adolescence 
and on into young adulthood now return or con-
tinue to live at home in their 20s; and increased 
life expectancy may persuade young people to 
spend more time exploring places, jobs and rela-
tionships. As young people pursue college educa-
tion, career choices, marriage and childbirth later 
in life, life decisions may be delayed, and role 
exploration and  experimentation continue to the 
mid-20s. Arnett [5] argues that following adoles-
cence there is a distinct phase of ‘emerging 
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adulthood’ with its own internal psychological 
states and external behaviours. Young people do 
not work their way steadily through a list of tasks 
[4]; rather they move flexibly between them.

In summary, adolescents need to achieve four 
developmental tasks:

• Consolidate their identity.
• Achieve independence from their parents.
• Establish adult relationships outside their 

families.
• Find a vocation.

While some clinicians seek to understand 
their adolescent patients and can empathise with 
the challenges they face, others may feel out of 
their comfort zone, may be upset by their inter-
pretation of what an adolescent has said (or not 
said) and may even be irritated by adolescents. 
Understanding how different the adolescent’s 
brain is to their own may help child and adult cli-
nicians relate better to adolescents and thereby 
promote their health.

It is tempting to ‘blame the brain’ for behav-
iours that occur more in adolescence and do not 
fit with our understanding of what constitutes 
acceptable child and adult behaviour. However, 
there is not clear demarcation as behaviours such 
as risk-taking and novelty seeking are not the 
sole preserve of young people, and in being open 
to a wider social network and paying more atten-
tion to the perspectives of others, young people 
can make creative contributions to society.

While focusing on the neurobiological 
changes of the adolescent brain, this chapter will 
also consider the social context within which 
young people in Western societies develop their 
sense of self and make decisions about their 
future. We will consider if there is any concor-
dance between these internal processes and the 
changes occurring in the adolescent brain.

 Possible Links Between Adolescent 
Behaviour and Brain Changes

Evolutionary perspectives suggest that adolescent 
brain change is needed to prime adaptive behav-
ioural changes during adolescence. For instance, 

increased sociability may be linked to the search 
for a reproductive partnership [6]. However, mul-
tiple other factors will influence the behavioural, 
social and psychological changes of adolescence, 
and few would argue with Lenroot and Giedd that 
‘Although the brain is the physical substrate for 
cognition and behavior, relationships between the 
size of a particular brain area and these functions 
are rarely straightforward’ [7].

The new neurobiological evidence enhances 
our understanding of how young people are 
primed to seek new experiences and take risks. 
The adolescent brain’s neurobiological mecha-
nisms provide scaffolding to support young peo-
ple in their move towards adulthood [4]. 
However, many other mechanisms dependent on 
social experience and internal psychological pro-
cesses are relevant. For example, whether the 
drive to seek social reward leads to building rela-
tionships with new people or inhibitory social 
anxiety, due to sensitivity to the views of others, 
will depend upon socially mediated experiences 
such as how they were parented and internal psy-
chological processes such as personality devel-
opment and the development of resilience.

 Risk-Taking and Novelty Seeking

Novelty seeking is a striking feature of adoles-
cence, and it is hypothesised that it may be an 
important part of our evolution, contributing to 
the search for different sources of food and mates 
[8]. However, novelty seeking also renders ado-
lescents more susceptible to harm. Boys in par-
ticular experience higher rates of serious injuries 
than children or young men in their late 20s [9]. 
Examples of risky behaviours that can be noted 
in adolescence, such as experimenting with alco-
hol and substance use and sexual behaviours, are 
not due to adolescent ignorance or perceived 
invincibility as adolescents in fact evaluate risks 
in the same way as adults, even tending to overes-
timate risk [10, 11]. As outlined above, develop-
mental theorists suggest that young people need 
to explore a range of situations, behaviours and 
experiences, in order to understand the options 
available to them, consolidate their view of them-
selves and have an experiential framework that 

A. Colver and G. Dovey-Pearce



23

informs their decision-making about their future 
[4, 5]. The primacy of social feedback is a further 
driver for novelty seeking and risk-taking behav-
iour in group situations. Some novelty is pre-
sented rather than sought. Opportunities to drive 
a car or to be excited sexually as a result of puber-
tal hormones are not available until adolescence. 
The novelty of these activities is then further 
heightened by the enhanced dopamine reward 
system (Chap. 2).

Increased risk-taking in adolescents is associ-
ated with the drive to try something new [12] and 
is thus intertwined with their novelty seeking 
behaviour. Risk-taking is exaggerated in adoles-
cence, relative to children and adults [13, 14]. 
Impulse control is largely dependent on the abil-
ity to suppress irrelevant thoughts and actions in 
order to focus on the goal in question, especially 
when there are appealing distractions [15, 16]. 
Impulse control improves in an almost linear 
course with age and is associated with activation 
of the prefrontal cortex [18]. Why does impulse 
control not take over to regulate risk-taking in 
adolescence? Although the frontal cortex contin-
ues to develop, a temporary imbalance devel-
ops during adolescence between the frontal 
cortex and the basal ganglia and limbic system 
[19] where neurotransmitter changes promote 
novelty and reward seeking behaviours. In par-
ticular, the nucleus accumbens of the basal gan-
glia and the amygdala of the limbic system outrun 
the development of the prefrontal cortex. This 
results in powerful novelty seeking behaviour 
and strong emotional responses to social inclu-
sion and exclusion [13, 20].

Changes in dopaminergic activity (Chap. 2) in 
the subcortical grey matter render the neural cir-
cuits hypersensitive to reward and novelty at a 
time when the prefrontal cortex has not changed 
sufficiently to deal with this large, sudden sub-
cortical drive. This may not be a steady state; 
adolescents understand risks well and regulate 
well much of their behaviour. But they some-
times make poor decisions, often in exciting or 
stressful situations and especially in the presence 
of peers—so called hot cognition when the pri-
macy of some thoughts, impulses and potential 
outcomes dominate others that are available to 
the adolescent. The increase in activation of the 

nucleus accumbens and amygdala when making 
risky choices is more pronounced when emo-
tional information is also being processed [13, 
20]. It is important for parents, teachers and clini-
cians to understand this. Toddler tantrums are 
now understood, and parents learn to respond 
calmly, not assigning a motivation or intent to the 
tantrum. Similarly, for adolescent behaviours 
which might appear rude or confrontational or 
irrational, we must try to understand when behav-
iour might indeed be conscious boundary- 
pushing or when it might actually be more about 
the young person’s attempts to manage the inter-
nal and dynamic changes and challenges as 
described above. The challenge for the adults is 
to not assign to the behaviours motivations or 
intentions that are not there.

 Social Behaviour

Adolescents become more sociable, form more 
complex social relationships and are more sensi-
tive to peer acceptance and rejection than younger 
children [21, 22]. Adolescents find such peer 
relationships more rewarding than adults do [23, 
24]. It is postulated that there is a ‘social brain’ 
(Fig. 3.1) [26]. In order to study parts of the brain 
that might be associated with understanding other 
people and making decisions accordingly, func-
tional magnetic resonance imaging (fMRI) has 
been performed at the same time as young people 
undertake tasks involving empathy [27], theory 
of mind [28], facial processing [29, 30] and being 
influenced by acceptance and rejection of peers 
[31]. In these tasks, regions of the brain identified 
(as shown in Fig. 3.1) were much more active in 
adolescents than in younger children or in 
25-year-olds. While some of the tasks, such as 
jointly attending to something with another per-
son or facial processing, operate from about 
4 years of age, they mature further during adoles-
cence. The more complex aspects of social cog-
nition and their associated brain networks 
continue to develop across adolescence and into 
early adulthood.

As many of the sites and circuits for social 
information processing are changing rapidly 
during the adolescent years, it is postulated 
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that adolescence may represent a sensitive 
period for the long-term organisation of social 
behaviour [32].

These interactions help develop social skills 
away from the home environment, but it is not 
clear how peer approval comes to dominate over 
other spheres of social approval. Socialising may 
also have disadvantages, and several studies 
show adolescents are hypersensitive to peer 
rejection as compared to children or adults [21]. 
The ability to regulate the psychological distress 
caused by social ostracism develops through ado-
lescence into adulthood [33].

Social science and psychology have demon-
strated the effects of past stress on social behav-
iours. Children who were very deprived or 
abused handle adolescence with much more dif-
ficulty. Their behaviours are more extreme and 
persist longer and are more likely to be bound 
into a vicious circle of drug or alcohol depen-
dency and more likely to manifest mental illness, 
anxiety and depression especially. Also such 
young people are less able to cope with peer 
rejection. Studies using fMRI show that the 
quality of parenting influences how the adoles-

cent brain responds to peer feedback in terms of 
neural circuitry and connectivity: negative par-
enting attenuates basal ganglia reactivity to peer 
acceptance, and positive parenting attenuates 
basal ganglia reactivity to peer rejection [34]. 
Deprivation and physical abuse in infancy are 
associated with increased limbic system (amyg-
dala) reactivity in human teenage subjects. Using 
resting-state fMRI, adolescents with a history of 
child maltreatment or trauma exhibit weaker 
connectivity between the amygdala and the pre-
frontal cortex, corresponding to the weakened 
responses to peer acceptance such young people 
demonstrate [34].

Case Study
Clinicians should remember that adolescents 
themselves are learning about the changes taking 
place in their brains. They should also remember 
that most of the students they teach are still in 
adolescence.

This Vimeo video (which can be viewed on 
the web) only lasts 3 min but is a powerful 
account of the insights young people have into 
their own adolescence. It was made by an ado-

dmPFC

IFG

ATC

TPJ

pSTS

Fig. 3.1 The social brain. Adapted from Blakemore. The 
dorsal medial prefrontal cortex (dmPFC) and temporo- 
parietal junction (TPJ) are involved in thinking about men-
tal states; the posterior superior temporal sulcus (pSTS) 
is involved in observing faces and biological motion; the 

anterior temporal cortex (ATC) is involved in applying 
social knowledge; and the inferior frontal gyrus (IFG) is 
involved in understanding the actions and emotions of oth-
ers. Reprinted by permission from Macmillan Publishers 
Ltd: Nature Reviews Neuroscience [25], copyright 2008
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lescent group in London working with a neuro-
scientist. In the first half of the video, the young 
man says ‘You say to me’ and recounts how the 
adult world views young people. In the second 
half, the young man says ‘I say to you’ and pres-
ents the alternative account from the young peo-
ple’s world.

https://vimeo.com/68216338

 Sleep

Sleep is the period when the brain regenerates and 
reorganises after the day. Electrical connectivity 
is converted into synaptic changes and pruning 
also occurs. This happens during slow- wave 
sleep, with babies and adolescents showing the 
greatest amount of slow-wave sleep. The greater 
slow-wave activity in the adolescent sleep cycle 
and the need for adequate sleep result from the 
greater synaptic plasticity of the adolescent brain.

The suprachiasmatic nucleus of the hypothala-
mus contains an endogenous circadian mecha-
nism that regulates a number of daily rhythms, 
including the timing of sleep and activity. Even 
when rested during holiday periods, adolescents 
show a delay to the start of their sleep cycle as 
compared to the preadolescent. This delay is asso-
ciated with pubertal stage but is not due to the 
influence of pubertal hormones on the circadian 
rhythm. Thus, young people do naturally need go 
to bed later.

A recent study [35] suggests that in human 
adolescents, the amount of sleep over some years 
is correlated with grey matter volume in the hip-
pocampus. Using diffusion tensor imaging, other 
investigators found that sleep variability over 
3 weeks correlated with white matter integrity. 
This supports the conclusion that lack of sleep 
affects learning, memory and emotional 
responses [36]. Adolescents need more sleep but 
usually have less sleep than preadolescents, as 
Fig. 3.2 shows. Few schools have adapted suffi-
ciently to allow adolescents the 9 h of sleep per 
night they need during the week [17].

 Relevance to Healthcare 
and Transition of Adolescents 
and Young Adults with Chronic 
Illness and Disability

This chapter and the previous one point to 
developmental changes with implications rele-
vant to all adolescent and young adult (AYA) 
healthcare but especially important for those 
with chronic illness and disability where there is 
the need for regular healthcare and transfer of 
care between paediatric and adult services. 
Healthcare providers need to get it right for 
AYA, as their formative experiences of utilising 
services and building working relationships 
with healthcare professionals will set the foun-
dation for health decisions and behaviours in 

PreAdolescent Adolescent

Avg = 10h sleep/night Avg = 7.5h sleep/night

School
Start

School
Start

24

0618

12

24

0618

12

Sleep

Sleep

Awake

Awake

Fig. 3.2 The sleep 
cycle. Reprinted with 
permission from [37]
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adulthood. Adolescents are learning to value 
and understand relationships outside of the fam-
ily. They need, in their hesitating ways, to form 
relationships and value structures outside the 
family, and this must happen in healthcare set-
tings. AYA expect staff consistency and civility 
in order to develop a trusting partnership. They 
value good communication skills such as being 
approachable, avoiding problem- saturated talk, 
asking questions in an easy-to-answer way, 
shaping the discussion by using analogies in 
keeping with their interests and acknowledging 
that they will have their own views and perspec-
tives [38, 39]. It may not come easily to health-
care professionals, but if they are to engage with 
their adolescent patients, they must employ tac-
tics that adolescents are programmed to value. 
This does not mean the healthcare professionals 
should try to be ‘cool’ and youthful; rather they 
should be open, use more facial expression and 
take an interest in the young person as well as 
their illness.

AYA want healthcare professionals to talk 
directly to them, even if other people are in the 
consultation; this requires healthcare profession-
als to have the skills to manage the agenda of 
both the young person and the parent/carer, while 
still keeping to time. It also requires understand-
ing of privacy and confidentiality legislation and 
guidance so that appropriate boundaries are in 
place in the consultation. Gradually introducing 
into the consultation time alone with the adoles-
cent is important, but this should be done respon-
sively. This means that one 14-year-old might 
prefer a parent in the room for all but a few min-
utes of individual time, while another 14-year- 
old might come straight in by themselves. 
Equally, there will be those in their early 20s who 
might want their parent in the room.

AYA are more likely to be able to attend to 
their healthcare and engage with healthcare 
teams if they have had other positive experiences 
of looking ahead, articulating their choices and 
experiencing self-direction. This could be within 
the context of their schoolwork or their hobbies, 
for example. Their health and wellbeing deci-
sions will also feel more relevant if considered in 
this wider context. An example would be consid-

ering diabetes self-care with the goal of staying 
well to attend training sessions and keep a place 
on the football team, rather than a detailed dis-
cussion of national targets for blood glucose con-
trol. Thus, healthcare professionals need to be as 
interested in the other life choices of the young 
person as in their health goals.

As well as seeking health advice about their 
condition, AYA need support for other areas of 
their life with health connotations and might feel 
unsure about how appropriate this is or how to 
achieve this with the time pressure of the health-
care consultation. It will improve a young per-
son’s ability to ask questions if health 
professionals open up lines of discussion to indi-
cate that the healthcare professionals are inter-
ested in health and wellbeing in the widest sense 
(sexuality, mental health, weight, exercise, etc.). 
The HEADSSS (Home, Education, Activity, 
Drugs, Sex, Suicide, Safety) instrument is useful 
in this respect [40].

The adolescent brain is more flexible, excit-
able, original and adjustable than the adult brain 
and needs to find its own way of incorporating 
new behaviour, rather than being imposed upon 
by anxious healthcare professionals. Imposing 
one’s own views of good healthcare on an AYA 
may produce a defiant reaction and understand-
able non-compliance. It may also stop the AYA 
from experimenting with different approaches to 
their health and healthcare management. 
Adolescents need graded opportunities for self- 
management and risk-taking.

Peer support can be very helpful if it validates 
a decision; but being with peers may also lead to 
decisions influenced more by the social context 
and group pressures rather than the young per-
son’s own preferences. Given the earlier discus-
sion of ‘hot cognition’, adolescents should not be 
asked to make key decisions at times of 
 excitement or stress. Managing one’s own condi-
tion might come more easily from peer interac-
tion than from educational programmes delivered 
by healthcare professionals. Some AYA might 
want support from a peer of their choice (e.g. 
asking for an accompanying friend to join the 
consultation). Peer support can also mean sup-
port from other AYA using the same healthcare 
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service, and there is mounting evidence to sup-
port this, for example, from experience of resi-
dential camps for those with diabetes [41, 42] 
and from promotion of social forums for those 
with chronic renal problems [43]. However, 
social reinforcements may work positively for 
some young people but not for others. Peer sup-
port and group-based activities should always be 
an option for the young person to consider, rather 
than something with which they have to engage 
(see Chap. 4).

Finally, there are two organisational factors 
healthcare professional should consider. First, 
incorporating training in adolescent health into 
professional training is essential and does not yet 
happen routinely in the U.K. or the U.S.A. Good 
examples of training resources are European 
training in effective adolescent care and health 
[44] and National Health Service (NHS) 
E-learning for Health, adolescent health module 
[45]. Second, healthcare professionals are well 
placed to help buffer young people from the 
potentially overwhelming demands of the health-
care system [46]. Professionals can advocate for 
young people across an organisation, using recent 
guidance, to ensure that systems work well to 
support young people (UK guidance [47] and 
Australian guidance [48]).

 Conclusion to Chaps. 2 and 3

We hope you have found these chapters exciting 
and informative. Adolescence can be regarded as 
the most profitable period of life from a socio- 
evolutionary perspective. Insights from neurosci-
ence help us to understand and appreciate 
adolescence. However, there is a constant inter-
action between the brain and behaviour. 
Behaviours may themselves change the brain just 
as much as preprogrammed maturation of the 
brain influences social behaviour.

The neuroscience is still at an early stage of 
development. Even the algorithms to compute 
brain volumes and activation of brain regions 
during resting-state and functional MRIs are the 
subject of uncertainty and debate. Our theories of 
regulatory mechanisms within neurocircuits are 

new and likely to look simplistic 20 years from 
now. And we know little about how brain injury 
might influence brain maturation and adaptation 
in chronic illnesses such as diabetes [49], post 
head injury [50] or cerebral palsy [51, 52].
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 When an Illness Is Life-Limiting

Looking forward to a future is a prerequisite in 
health-care transitioning. Transition starts at diag-
nosis, as parents start to imagine the future. When 
Ana and I were first diagnosed, my parents began 
to grieve and cope with fears about our early 
deaths. My mother expressed feeling over-
whelmed by the caregiving burdens and not being 
able to even imagine how we’d handle this as we 
grew up. Over time, my parents felt more compe-
tent in managing our treatments and focused on 
ways to control aspects of the illness. Fear of our 
early deaths diminished, but what remained moti-
vated our family to live a normal and positive life 
as possible, not knowing how long it would last.

I learned about the possibility of my mortality 
at 10, when a hospital friend with CF died. The 
anxiety and fear of dying drove me to do take my 
health needs seriously, so I could have a future. 
With much adherence and effort, I outlived my 
prognosis. This accomplishment fueled my sense 
of agency.

The most important word for those with life- 
limiting conditions is possibility. I wish someone 
had talked to me when I was an anxious teenager 
and told me to believe in all of the possibilities of 
my life. Yes, dying young was a real possibility. 

Yet growing up, going to college, falling in love, 
getting married, getting a lung transplant, and 
having a career were also all possibilities. I just 
had to work very, very hard doing my medical 
treatments and have some hope, grace, and luck.

One of my friends with CF explained our situ-
ation as follows:

You are planning on taking two trips: one to the 
North Pole, and one to Hawaii. You have to pack 
your suitcases to be prepared for both climates. So 
pack your down jacket and your bikini. In other 
words, plan your life journey with the possibility of 
living a full life, and plan your other journey with 
the possibility of death. We learn to live and cope 
with challenges imposed by illness with full aware-
ness that “anything could happen.”

This philosophy allowed me to live in both denial 
and confrontation of my reality. If we prepare to 
take ownership of our medical care as children 
and teens, then we will not be caught off guard 
when we survive. We will be confident in manag-
ing our health needs as we pursue adulthood. 
What a celebration! If, sadly, we do in fact die, 
we have embraced life with hope and optimism, 
which enhances the quality of our lives.

 HCT as a Normative Event

It is normal for all children to move from pre-
school to high school as they grow. We become 
comfortable with a classroom of friends, but inev-
itably, we move on to the next class and meet new 
teachers and peers. We say goodbye, gain trust, 
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and become settled in the next classroom. It is a 
normal developmental process, then, for adoles-
cents and young adults with special health- care 
needs (AYASHCN) to move from a pediatric 
health-care team, one with whom we feel familiar 
and comfortable, to an adult care team who can 
care for our childhood illnesses and also better 
address adult health-care needs. It is important for 
adult patients to see providers trained in adult 
medicine. A tragic example of this is my sister 
Ana’s extreme gastrointestinal pain that devel-
oped in her late 30s. A pediatrician may have 
attributed this to normal CF issues, but sadly, she 
was ultimately diagnosed with colon cancer: a 
curse that seems to afflict older adults with CF.

Parents naturally teach their children to take on 
more responsibility as they grow; each new task 
mastered fosters self-esteem. My parents had the 
wisdom to pair normative developmental tasks 
with illness-related tasks. For example, when I was 
old enough to brush my teeth without a reminder, I 
was old enough to take my pancreatic enzymes at 
meals by myself. When I was old enough to call a 
friend on the phone, I was old enough to order my 
medication. When I was old enough to wash dishes, 
I was old enough to sterilize my nebulizers. When 
I was old enough to drive on freeways, I was old 
enough to drive to medical appointments by myself. 
With each success, my parents learned to trust me; 
with each mistake, they learned to supervise a bit 
more. This is typical for all parenting.

Moving away from home is a normal rite of 
passage. In high school, like all my friends, my 
great focus was getting into a good college. Then 
Ana and I were accepted into a university 
400 miles from home. Living away from my par-
ents, then, meant that Ana and I would be com-
pletely responsible for our health-care needs. By 
18, we had to be prepared.

 Promoting Autonomy in Disease 
Management by Family and Health- 
Care Providers

Every parent’s goal is to raise their child to 
become self-sufficient, to make smart decisions 
for their lives, and to be happy. Learning to gain 
autonomy with a health condition can be an 

opportunity to facilitate growth. AYASHCN have 
the potential to learn resilient traits such as accel-
erated maturity, taking responsibility, acceptance 
of prognosis, gaining control, redefining normal-
ity, finding social support, and enhancing 
problem- solving [1]. These traits can foster suc-
cess in academics, sports (when appropriate), and 
hobbies and eventually in a work environment.

Autonomy in disease management is gained 
gradually, as parents, teachers, friends, and 
health-care providers all participate in supporting 
a child’s learning. Promoting autonomy starts 
with the family. It is not unusual for parents to 
feel protective, guilty, and responsible for their ill 
child’s survival [2]. Without any choice, a parent 
(usually a mother) becomes a case manager, 
nurse, and expert in her child’s disease. The par-
ent retains the power in the family when it comes 
to medical care. Sometimes, this mother can 
struggle to relinquish this power to the patient. I 
have met a 40-year-old with a congenital heart 
defect whose mother still put her pills out for her. 
Recently, a mother of a teenager with CF shared:

I’m so scared that when my son leaves for col-
lege, he’ll undo all the hard work I’ve put into 
raising him to be as healthy as he is, and I’ll have 
no control over him.

When a teen leaves the home, the parents face 
the loss of a deeply dependent relationship, loss of 
their role, and loss of purpose. I had friends who 
became nonadherent in college and their health 
deteriorated permanently; they had to learn the 
hard way why treatments were important. 
Relinquishing control is one of the hardest things a 
parent of an AYASHCN can do. I met a mother of 
a CF child who exclaimed to me her epiphany:

I finally realized my daughter was the one with 
CF, and that I didn’t have the disease. It was up to 
her to learn how to live with her CF. I could do 
everything I could to manage her CF, but ulti-
mately she’s the one who has to manage her CF.

As a young child, I had many opportunities to 
practice owning my health care. I remember the 
first time I had to go to the nurses’ station to take 
my pills, around kindergarten. I was self- conscious 
and angry that I had to be singled out. Eventually, 
I exerted my autonomy by either skipping these 
pills or by fourth grade, I packed my own pills in 
my lunch bag so I could take them myself.
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Sleepovers at friends’ homes were other 
opportunities to manage my health needs away 
from my parents. My mother allowed us to have 
an active role in the decision-making process: did 
we want to do our treatment before we went to 
Jenny’s house, or did we want to do our treatment 
at Jenny’s house, with Jenny? By 10 and 12, 
respectively, my mother sent Ana and me off to 
spend a week with our grandmothers. My parents 
sent a letter of instruction to our grandmothers 
about our treatments and instructed us to “teach” 
our grandmothers about what we needed for our 
therapies. My mother packed our pills and told 
these surrogate parents to make sure we took 
them. This open communication helped to ensure 
that all parties were informed about what needed 
to be done for us to stay healthy.

Another milestone was when I spent the night 
in the hospital by myself for the first time. I was 
5, and my mom said she had to go home to take 
care of my sister and brother. I remember being 
terrified. Yet, I learned to use the call button and 
ask the nurse for the bedpan. Today, many chil-
dren’s hospitals have a bed for a parent in the 
child’s room. The parent provides comfort and 
familiarity. However, this also sends a message 
that the child needs a spokesperson and isn’t safe 
alone with only nurses to care for her.

Establishing the habit of adherence was essen-
tial to teach autonomy. My parents taught us that 
treatments were nonnegotiable. When we were 5, 
my dad told us, “Every treatment you miss is one 
day less of your life.” He drilled into us the 
importance of choice and consequence. Also, my 
father installed a battery in our family van, so we 
could do treatments on the road. Adherence 
required creativity. As teens, my parents joked 
that we could get tattoos and piercings, dye our 
hair, or do anything else to our bodies, but we 
could not skip our treatments.

My mother became a respiratory therapist 
when my sister and I were in grade school. As a 
working mom now, she needed us to help out 
with housework as well as our own treatments. 
As twins, Ana and I encouraged each other to 
be compliant. We’d compete over who could 
tolerate longer chest percussion or who’d cough 
up more mucus. During high school, my older 
brother drove us in the family van to school, 

and we’d go to the van each lunch break and do 
a treatment.

Health-care providers also fostered our auton-
omy. As teens, our pediatrician drew pictures of 
lung alveoli to describe atelectasis and other dis-
ease processes, so we became knowledgeable 
about our disease. We learned why we needed 
our treatments and IV antibiotic “tune-ups.” 
Education motivated us.

Ana and I learned to become self-reliant from 
disappointments as well. While hospitalized, we 
often pushed the call button when the IV machine 
was beeping. Unfortunately, sometimes it took 
over 30 minutes for a nurse to respond. Anxious 
about clotting my IV, I learned to turn the alarm 
off and release saline to flush my line. Frustration 
led to problem-solving and autonomy.

Most AYASHCN do not have a sibling who 
shares the same health challenges. Ana and I 
developed an enmeshed relationship, which 
allowed us to separate from our parents. In an 
effort to spare our parents from the burden of our 
care, we started to do chest percussion for each 
other at age 12. We took charge of our treatments 
when we moved away to college. When Ana and 
I were seniors in college, our clinic coordinator 
started to assign different exam rooms for each of 
us. At first, we were resistant and angry. The 
coordinator said we needed to differentiate and 
learn to speak up for ourselves, without the crutch 
of the other twin in the room. This was the first 
step in helping us gain true autonomy from each 
other.

 The Role of Parents

Parents create a family culture, with unspoken or 
spoken themes [3]. Themes might include 
empowerment, anger, victimization, blaming, 
overprotectiveness, or enmeshment. These 
themes will influence how a child learns to own 
her illness and how the child ultimately transi-
tions to independence.

In my family, themes such as striving for nor-
malcy, yearning for control, and self-sufficiency 
helped us develop self-esteem based on what was 
normal: our studies, our love of nature, creativity, 
pets, and friends. These “normal” things gave our 
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lives meaning and purpose. They helped to define 
my identity. My parents had “The Serenity 
Prayer” framed on the wall at home; they believed 
in controlling as much as they could around our 
health and surrendering the rest. We were con-
stantly planning, problem-solving, and strategiz-
ing how to maintain our health: from doing up to 
five treatments a day to researching clinical trials 
and to asking our doctor for new medical devices. 
We incorporated treatments into our daily rou-
tine: early in the morning, we’d head to our par-
ents’ bedroom for therapy, and after dinner we’d 
lay over their laps in the living room during the 
nightly news for chest percussion. My father’s 
German and mother’s Japanese cultures valued 
self-sufficiency. When we missed weeks of 
school, my parents didn’t believe in IEPs 
(Individual Education Plans). They encouraged 
us to call our friends for the homework assign-
ment, and my father tutored us in math and 
science.

My parents expressed gratitude that we had so 
many opportunities and such good medical care to 
take care of ourselves. My parents believed in “no 
pain, no gain” and that raising us took sacrifice. 
Each lunch hour in junior high school, my father 
would drive 20 minutes to our school parking lot 
to help us do a treatment. He passed this duty onto 
my brother when we made it to high school.

And because no family is perfect, my mother 
was plagued with depression when we were 
teens, mostly caused by marital distress and our 
worsening health. She would work, come home, 
and go to bed. This forced us kids to make dinner, 
pack our own lunches, and initiate treatments on 
our own. Inadvertently, she was preparing us to 
take responsibility. Ultimately, she worked 
through her depression.

Though my mother experienced anticipatory 
grief over losing us, some denial guided her to 
teach us to become self-sufficient. When Ana and 
I were 12, my mother taught us the tedious task 
of washing our nebulizers every night. I used to 
cry and plead for her to do it for me. While it was 
hard for her to see me upset, she did not give in. 
She insisted this was a chore that was required 
when I grew up. This chore expanded to include 
learning how to clean a toilet, do laundry, and so 

on, so I could function as a young adult living on 
my own. I had no privileges as a sick child!

When I left home for college, I remember my 
father’s stern command, “Enjoy your time at 
Stanford. Remember, first comes health. Then 
comes your studies. Then comes everything 
else.” My mother’s worries led her to call a cystic 
fibrosis nonprofit agency close to our college to 
see what kind of support they could offer us. 
Soon, we were invited to homes of CF families 
and developed a close-knit community of friends. 
This relieved my mother’s fears tremendously.

Shortly after we arrived at college, we attended 
a cystic fibrosis specialist for the first time. When 
the doctor reviewed our lung capacities and BMI, 
she stated, “I can’t believe your parents would 
send such sick daughters away from home for 
college!” We were taken aback by her comment 
but also knew that my parents believed that in 
some way quality of life was as important as 
quantity.

My medications were all changed at my new 
clinic at college. Soon, my parents no longer 
knew what meds I was on. Throughout my young 
adult years, when my mother would call us, her 
questions always focused on health: did we do 
our treatments, how were we feeling, how much 
sleep did we get, what medications are helping, 
and so on. Over the years, I felt my parents didn’t 
really know about my life, except that I was alive. 
I now encourage young parents I meet to ask 
about their child’s interests, friends, and what 
they did lately, before they ask about health.

As independent as my sister and I were in col-
lege, we never fully gained independence from 
our parents, until we got married or started work-
ing. We remained on our parents’ insurance under 
the medically disabled dependent program. My 
parents would visit when one of us was hospital-
ized. They helped us financially throughout col-
lege and graduate school, because we didn’t have 
the energy to work part time and earn extra 
income. Every school break, we’d return home 
and resume having our parents help us with treat-
ments. My parents assured us that they would 
always be there and that we could even return 
home if our health worsened. This could be a 
reality for many AYASHCN.
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 The Role of Peers/Support Groups

It is normal for adolescents to shift their attach-
ment focus from parents to peers. A transforma-
tive event in my life was attending cystic fibrosis 
summer camp. At 11, I learned there were chil-
dren like me, all facing the burden of learning 
how to manage their medical care. At camp, we 
learned that there were trusted adult counselors 
who could do treatments for us and supervise our 
medications. The education at camp helped me 
gain mastery over my disease. I also saw kids 
with CF who didn’t do their treatments, and over 
the years those kids didn’t return. We held annual 
memorials for the kids who died the prior year. 
This reality motivated me more than anything 
else that in order to survive, I had to be adherent. 
Camp also exposed me to older adults with CF 
who took their treatments seriously. They became 
my role models and showed me the positive pos-
sibilities for my future.

CF camp taught me how to accept CF as part 
of who I was. Owning my CF and incorporating 
CF into my identity helped me speak up for my 
needs for the rest of my life. If I resisted CF, 
denied or dismissed it, I could never fully advo-
cate for myself. CF camp made me feel special 
rather than different. Some good things came out 
of having this disease. My CF peers helped me let 
go of shame.

My many months in the hospital exposed me 
to other sick children who became my friends. I 
met kids who had diabetes, cancer, kidney dis-
ease, and sickle cell anemia. I learned that other 
kids have to deal with different challenges. But I 
also saw kids who didn’t take care of themselves 
and overheard many angry lectures from their 
parents and health-care providers.

Like any teenager, I had a strong need to fit in 
and belong. While I fit in academically with my 
healthy peers, my frequent absences, violent 
coughing episodes, and being a late bloomer 
made me painfully self-conscious. Yet, my ill-
ness became a weeding tool, and I attracted com-
passionate friends who could understand my 
medical needs. They asked questions and showed 
me that I didn’t have to waste energy hiding my 
medication or holding in my cough. Some visited 

me in the hospital. My friends would help with 
chest percussion or ward off smokers at the mall. 
As we entered adulthood, friends expressed grati-
tude that Ana and I taught them about appreciat-
ing life. They helped me practice telling others 
about my CF and trusting that some people are 
capable of embracing it. Eventually, I tested this 
practice with dating and was lucky to find a hus-
band who could handle my health needs and love 
me for who I am. I have been happily married for 
19 years.

In summary, providers can encourage families 
to get involved with disease communities and 
camps. Hospitals can provide support groups for 
families to create a safe place to learn to own the 
disease. Online peer-to-peer support for digitally 
minded teens and young adults can be invaluable. 
Providers can educate children and their parents 
how to speak openly about their health condition 
to peers and schools. Positive relationships are 
healing and life prolonging.

 Promoting Self-Efficacy 
with Treatments

Self-efficacy is the extent or strength of one’s 
belief in one’s own ability to complete tasks and 
reach goals. Self-efficacy begins at a young age. 
As a child, I discovered that if I didn’t take my 
enzymes, I would have a stomachache. My 
brother would make fun of the smell in the bath-
room. That was enough to instill the habit of tak-
ing my enzymes.

As my disease progressed, I was overcome 
with fear of dying. I developed an anxiety disor-
der that remained unrecognized and untreated. 
My parents were emotionally ill-equipped to help 
me cope. Eventually, I harnessed my anxiety to 
motivate me to do more treatments religiously. 
Ultimately, increasing the frequency of treat-
ments helped me stay out of the hospital. I felt 
empowered that I could “overcome” CF. New 
antibiotics and medications became available 
that helped me stay well. Then my drive to keep 
up with treatments was fueled by the hope that 
new medications and a cure would be around the 
corner. We joined a clinical trial as young adults, 
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and this dramatically improved our lung capacity. 
Clearly, self-efficacy is cultivated when there are 
positive results from our efforts.

 Advice for Parents

Many parents of CF children have asked me 
when to tell their child about the life-threatening 
nature of the disease. They fear that if a child 
learns she can die of the disease, she will lose 
hope and grow anxious. A child knows innately 
that their condition is serious. And with today’s 
digital world, it’s easy to find out the hard way 
about a prognosis online. I am an advocate of 
offering honest, developmentally appropriate 
information to children. Generalizing human vul-
nerability by saying, We all will die someday. 
That’s why I eat healthy and exercise. Just like 
doing your treatments, taking care of myself will 
let me be strong for as long as possible. Offering 
an outlet for emotions, such as a support group, 
camp, or therapist, or having family discussions 
about how the child feels about her disease and 
her future, is important.

Setting goals and fostering a sense of self- 
worth will help motivate AYASHCN to live with 
optimism and hope. Unaddressed depression and 
anxiety will impact adherence [4]. Including 
healthy siblings is important, because the prog-
nosis will impact them as well. My brother wor-
ried about losing his sisters, told the neighbors 
we were dying, and turned to drugs and alcohol 
as a teen to cope. Ultimately, offering supportive 
resources to AYASHCN to promote resilience is 
as important as medication itself. With this sup-
port, the child will find her own way to learn to 
regulate her own emotions around the disease.

 School

School is the most normal experience of child-
hood; it exposes kids to academics, sports, music, 
and clubs that provide the foundation for self- 
esteem and self-efficacy. My parents encouraged 
my sister and me to focus on what was working. 
School gave us the chance to be good at some-

thing, which allowed our identities to encompass 
more than just being sick kids. Our teachers 
encouraged us and praised our academic achieve-
ments. Some teachers came to our hospital room 
to administer tests. Our academic successes played 
a significant role in helping us feel respected, 
responsible, and capable of self-efficacy.

There can be a limit to self-efficacy. As our 
disease progressed, we increased the frequency 
and duration of our treatments. Sometimes our 
hands bled from doing hours of chest percussion. 
When my sister started working at a hospital, she 
coordinated with a respiratory therapist to give 
her chest percussion during lunch break. But 
eventually, the striving to do more no longer 
offered positive outcomes. We felt like failures. 
My parents’ motto rang true: “Do your best, 
that’s all you can do.” We finally acknowledged 
what a cruel disease we had.

 Promoting Self-Advocacy

One benefit of having a chronic condition is 
learning how to express one’s thoughts and feel-
ings. This is the underpinning of self-advocacy. 
As I grew older, I gained body awareness and 
could read the slightest change in symptoms. I 
learned to articulate any concerns to my  providers. 
By 15, my doctor met me alone with my sister in 
the exam room, while my mother waited outside. 
He would ask what was really going on. Of 
course, we hated to be hospitalized and wished 
we could pretend all was well. But our clinical 
numbers (lung function, weight loss) were the 
evidence. My mother would join at the end of the 
visit to affirm our reports and express her con-
cerns but only after we had the chance to discuss 
ours.

By early adulthood, my illness, as well as my 
health-care providers, taught me how to express 
basic feelings: “I think, I feel, I need, I want….” 
This was a breakthrough for me. My mother’s 
Japanese culture taught me to not burden others 
and to be passive. But this approach would shorten 
my life. If I didn’t speak up for my health needs, 
no one else would. Even my twin couldn’t feel 
what I was feeling; she couldn’t speak up for me.

I. Y. Stenzel Byrnes
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Self-advocacy starts at an early age. Learning 
how to tell people the name of your disease and 
what it affects is a milestone. This empowerment 
means the child is no longer a victim but an edu-
cator and ambassador for her disease. A number 
of my younger friends with CF did “show and 
tell” in grade school, sharing about their illness. A 
vibrating vest has a coolness factor when class-
mates can try on the device. It takes practice to 
become accustomed to saying, “I have [this con-
dition] and that’s why I need to do [my inhaler 
before soccer practice].” In some cases, a fund-
raiser like a walk is an opportunity for kids to 
speak up to their peers, neighbors, and friends, as 
a conversation starter about their illness. I remem-
ber overcoming my embarrassment and inviting 
my friends to join a fundraiser called “Bowl for 
Breath.” They enthusiastically joined. Telling oth-
ers about your illness is a requirement in adult-
hood, when we need to request accommodation in 
the workplace, health care, housing, or travel.

Self-advocacy often develops in response to 
emotions. As a teen, I would get angry when 
nurses came into my hospital room asking when 
did we “catch” CF (CF is genetic). One resident 
said, “You have CF? At your age, you’re sup-
posed to be dead!” We faced much ignorance and 
carried tremendous anger. I felt a strong desire to 
educate everyone about CF. Fear also fueled my 
self-advocacy. As a young adult, I was scared of 
being disliked by my providers. I thought that if I 
upset them, they wouldn’t take good care of me. 
As a teenager, a nurse was going to inject an anti-
biotic into my IV line. She dropped the syringe, 
without the cap on, picked it up, and prepared to 
insert it into my line. Terrified of infection, I 
exclaimed, “No! Please get another needle!” I 
made the nurse upset, but my fear fueled my out-
spokenness. Similarly, I was terrified of multiple 
needle sticks when the nurse had to start an IV. It 
took time to learn to be assertive to tell the nurse 
what vein to use.

This advocacy continued in college, when we 
visited the Disabled Students Services office. It 
was a relief that our college offered accommoda-
tions. Ana and I asked to room together, and for a 
private bathroom in the dorm room, to avoid 
infections. We overcame shame and joined the 

Disabled Students Speaker’s Bureau to educate 
students about living with a serious illness. As 
much as we wanted to be normal, having CF was 
not normal, and we had to accept this and advo-
cate for special services.

 Readiness to Transition

All children have their own pace in transitioning. 
I do not believe there should be an absolute age 
for transitioning, such as 21 years. Factors that 
may impact transitioning include emotional 
maturity, intellectual functioning, disease aware-
ness and acceptance, family dynamics, and self- 
esteem. I’ve met 25-year-olds with CF who 
would rather play video games than do their 
treatments; and I’ve met 16-year-olds with CF 
who are fully independent, take their high school 
equivalency test, and start working. Culture mat-
ters too; my parents came from countries where 
children earned independence at a younger age 
than in America. In Japan, it is not uncommon for 
6-year-olds to take the train by themselves. So, 
by 8, my mother encouraged us to walk to school, 
to take the bus, and to learn how to manage our 
medication at school by ourselves. And because 
of my mother’s accent and English difficulties, 
she asked us to speak up for ourselves and for her 
at a young age.

Socioeconomic status (SES) can ease the tran-
sition to independence. Ana and I were privi-
leged; at 18, my uncle bought Ana and me a car 
to share. This gave us the freedom to go to the 
doctor by ourselves. SES can impact going away 
for college. AYASHCN may have to continue liv-
ing with their parent for longer than their healthy 
peers. Some CF friends had to return home after 
college because of inability to work full time. 
Medical expenses can impose significant finan-
cial burden for many AYASHCN. It’s important 
to recognize that “success” as an AYASHCN 
does not mean true independence from family 
members. AYASHCN should always be vali-
dated, encouraged, and praised for any incremen-
tal steps toward self-reliance.

The physical condition of the patient impacts 
the ability to transition. It can be difficult when a 
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parent sends a sick teen away to college, and their 
health deteriorates significantly. I have lost sev-
eral friends to CF during college. The parents 
were racked with guilt for letting their child go 
despite severe illness. Over time, they could 
make peace with the fact that they allowed their 
child to pursue their dreams, despite the outcome, 
and the young adult truly lived.

When my sister was 24, we were encouraged 
to see an adult provider. At this time, her lung 
capacity was roughly 25% and she was evaluated 
for a lung transplant. She felt abandoned by her 
pediatric team, and by sending her off to an inex-
perienced adult pulmonologist, she shared, “They 
were giving up on me.” It would’ve been more 
appropriate to wait until after her transplant to 
transition to an adult provider or transition earlier 
like age 21 when her health was still stable. It is 
not appropriate to transition a patient when they 
are in crisis.

 Addressing Mental Health, 
Substance Use, and Reproductive 
Health Issues

I appreciated having normal teen and young adult 
issues addressed by my providers. I hated when 
they only cared about my chest! My illness 
impacted me physically and emotionally, so hav-
ing providers who took my mental health seri-
ously was important to me.

My mental health was not addressed by my 
pediatrician, though he provided words of 
encouragement and a caring presence. The inpa-
tient social worker spent the time to ask Ana and 
I how we were coping with our illness. We 
opened up to her, more than to our parents. She 
helped us see that we could hate CF but didn’t 
have to hate ourselves. Our social worker also 
counseled my mother through her depression, 
and I was glad my mom was getting support. 
Much later, I learned that the number one predic-
tor of a child’s coping with their illness is the 
coping skills of the parents [5].

After college, the social worker continued to 
be our primary mental health resource. It helped 
to learn how certain medications worsened anxi-

ety and tools to cope with anxiety. When my sister 
reached end stage and needed a transplant, I 
grieved losing her as a sister and caregiver—along 
with my own declining health. Both of us cried at 
nearly every clinic visit. My doctor prescribed an 
antidepressant in my late 20s. There was no 
stigma; most of my CF (and many non- CF) peers 
were using antidepressants. And my social worker 
suggested I see a psychotherapist. Writing a mem-
oir became a therapeutic outlet as well.

My peers with CF impacted my mental health 
significantly. They taught me to be stronger than 
your illness. They taught me the motto, Do your ‘I 
hates’ first. Endure what’s uncomfortable, so you 
feel accomplished afterward. However, the cost of 
belonging was witnessing numerous losses. One 
after another, our CF friends died. The grief exac-
erbated my anxiety and depression.

Rebellion is one way to deal with the intense 
emotions associated with illness. Rebellion can 
lead to self-loathing, unreasonable anger at oth-
ers, and nonadherence. Providers can help 
AYASHCN find healthy ways to rebel against 
their situations. What helped me was the use of 
profanity and body art, expressing myself in art 
and writing, my spirituality, complaining to peo-
ple closest to me, and directing my frustrations 
toward healthy distractions.

It was part of a routine psychosocial assess-
ment to ask about use of drugs, alcohol, smoking, 
or other rebellious behaviors. My providers made 
no assumptions about how I looked or what I was 
like and asked about these behaviors. My provid-
ers educated me on the dangers of alcohol inter-
acting with some medication. I witnessed plenty 
of substance use in my CF peers. I never got 
involved in drinking, smoking, or drugs, because 
I valued an intact mind and didn’t have the luxury 
of experimenting with anything that hurt my 
body. For some, getting drunk was a way to 
escape CF, at least for a bit. Their friends used 
substances, so they wanted to fit in. Soon, these 
behaviors became a habit. And for some, their 
habits shortened their life or made them ineligi-
ble for transplantation.

Since I was a teenager, my providers also 
assessed my sexual development and activity. 
Since I had no development until my late teen 
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years, I wasn’t shown the embarrassing Tanner 
stage pictures until I was around 17. I had terrible 
body image and couldn’t imagine anyone want-
ing to date me. I was 22 when I met my first boy-
friend. I was put on birth control shortly after I 
started dating, to regulate my periods, but also for 
other benefits! Right after my wedding to this 
boyfriend, I lost my parents’ insurance and was 
now on my husband’s insurance. The first thing 
my new adult doctor asked about was whether I 
was planning to get pregnant. He then told me 
that pregnancy could exacerbate my lung condi-
tion, so I (and my husband) accepted that we’d be 
childless. In sum, it’s important to not make any 
assumptions about AYASHCN. It is a myth in the 
health-care world that young people with serious 
health issues are asexual. I knew a friend with 
11% lung capacity who was still having sex! 
Sexuality is an outlet for pleasure and a way to 
befriend even an ill body.

 Finding an Adult Provider

Access to competent adult providers is critical for 
all AYASHCN. My sister and I were part of the 
early generation where adult CF care providers 
were not yet established. We visited and fired a 
number of adult providers who, while well- 
intentioned, did not have training on how to care 
for us. Several said CF patients are knowledge-
able and can tell them what they needed. True for 
me, but I still needed a doctor.

The week we drove to college for freshmen 
orientation, my mother joined us to visit a local 
adult pulmonologist. This doctor introduced her-
self by asking, “So, how can I help you?” We 
were turned off by her lack of acknowledgment 
that we had long medical history and required 
significant medical guidance. This clinic was not 
a Cystic Fibrosis Center, accredited by the Cystic 
Fibrosis Foundation. This adult pulmonologist 
had not heard of the national CF conference for 
providers. I found a reliable pediatric care team 
much farther away and stayed with them through 
college until my mid-20s.

This pediatric team developed an “adult pro-
gram” incrementally. Initially, the core pediatric 

team joined one adult pulmonologist. This grad-
ual transition offered the familiarity of my pedi-
atric team with the introduction of a new adult 
pulmonologist. The team reassured Ana and me 
that this doctor was competent. By then, I was the 
expert of my own body. But I was struggling with 
new issues like bowel obstructions, diabetes, and 
massive hemoptysis and was scared. I needed 
someone who could care for increasingly compli-
cated disease.

Part of my gradual transition meant that when 
I needed to be hospitalized, I was admitted to the 
adult hospital. This is when I missed the pediatric 
nurses the most; they were friendlier than the 
adult providers. Hand-holding didn’t exist in the 
big adult hospital. Over time, both CF care teams 
worked hard to train the staff to provide the kind 
of care that CF patients were used to in the pedi-
atric system. Even adult gynecologists, endocri-
nologists, gastroenterologists, lab technicians, 
RTs and PTs, and primary care doctors were 
trained to care for CF adults.

It took almost a decade after I moved to col-
lege to find a fully functional CF adult care team. 
My pediatric team coordinated the transfer of 
care so the adult team knew my history before I 
showed up at clinic. I appreciated having an 
adult-trained nurse, social worker, nutritionist, 
respiratory therapist, and internist/pulmonologist 
devoted to all of my care needs. The entire team 
attended the national CF conference, making me 
feel confident that they knew what they were 
doing. But working with young adults within a 
family system took practice. Family boundaries 
are important for adults. One of my CF friends in 
college shared that her adult doctor called her 
mother back home to see if this student was tak-
ing her medication, since her lung capacity was 
declining. My friend angrily confronted this doc-
tor. It’s important that providers treat their 
patients as adults and respect their confidentiality 
unless explicit permission was given to share 
their health information with their parents.

Nowadays, there are more systematic processes 
for transitioning. At specific ages, young patients 
are educated in advance about transition goals and 
are expected to meet those goals [6]. Young adults 
are introduced to their adult providers ahead of 
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transition, with the familiar pediatric team present. 
This meet-and-greet opportunity breaks the ice 
and gives the patient a chance to interview the pro-
vider and get a sense of their personality and 
expertise.

 Terminating the Relationship 
with the Pediatrician

Saying goodbye is one of life’s most normal and 
yet difficult rituals. Termination with our pedia-
trician happened organically, when we moved 
away for college. For a year or two, during school 
break we’d return to our pediatrician for a “tune-
 up.” Gradually, Kaiser developed a coordinated 
CF Center, and we were transferred to the new 
program. We kept in touch with Christmas cards 
until my pediatrician died 3 years ago. I never 
imagined I’d outlive him. I will never forget how 
my pediatrician encouraged Ana and me to lead a 
normal life and apply for college, despite our 
advanced disease. He told us, “Follow your 
dreams.” I will forever be grateful for his 
blessing.

The pediatric team who cared for Ana and me 
during our young adult years became a family we 
never wanted but learned to love. They witnessed 
the toughest years of end-stage disease, support-
ing us through many tears and triumphs. They 
saw my sister through her transplant.

When it came time for my transplant, I had 
already transferred to the adult team. I deterio-
rated into respiratory failure and was intubated. 
No one was sure if lungs would become avail-
able. I was touched to hear later that my pediatric 
team came to my bedside, while I was sedated, to 
say goodbye. They really cared. And then, when 
lungs were offered and I survived, they all 
returned to celebrate with me.

In summary, one piece of wisdom I’ve learned 
in 45 years is to question the American value of 
“independence.” An AYASHCN will feel like a 
failure if she can never achieve the desired inde-
pendence. But no human being is truly indepen-
dent. We are all interdependent. It really does 

take a village to raise a young person, especially 
an AYASHCN. From parents to teachers, to 
counselors, to friends, to an illness community, 
and to the pediatric and adult care teams, all work 
together to guide and encourage self- management 
in the young patient. The goal of transitioning 
should not be independence, but developmentally 
appropriate self-management of health-care 
needs. AYASHCAN should be encouraged to 
find ways to feel satisfied with a sense of inde-
pendence within a dependent situation with 
peers, partners, and, in some cases, still parents. 
No matter what, leaving a pediatric care team is a 
coming of age experience and a cause for cele-
bration. This transition is part of a success story.

Isabel dedicates this chapter to the memory of 
her twin Anabel Stenzel, whose reciprocal care-
giving allowed her to transition and survive to 
middle age, while sharing an extraordinary life. 
For more about the Stenzel twins’ story, see The 
Power of Two: A Twin Triumph over Cystic 
Fibrosis (Missouri, 2014) and their documentary 
film, www.thepoweroftwomovie.com.
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Vignette

18-year-old Amanda and her mother, Leslie, 
come for Amanda’s annual checkup. The 
office is a multi-specialty clinic, and Amanda 
has been receiving services there with several 
providers for most of her childhood and ado-
lescence. After so many years of these regular 
visits, mother and daughter enjoy comfortable 
relationships with the doctors, nurses, and 
support staff and converse easily with them as 
they move through Amanda’s routine appoint-
ments. Upon completion of her annual 
checkup, Amanda and her mother approach 
the front desk to set up Amanda’s next 
appointment. There they are told Amanda has 
aged out: this was her last appointment.

Leslie is surprised but recovers quickly and 
says, “Oh, OK. Who do we need to see from 
now on?” She is met by blank looks. Leslie is an 

experienced mom who has encountered many 
medical concerns with her daughter, and she 
faces those blank looks with great aplomb. It’s 
only later, after consulting by phone with 
Amanda’s primary clinic physician, she is dis-
mayed and panicked to learn there is no recom-
mendation for Amanda’s healthcare transition. 
The situation becomes more serious when they 
are unable to get new prescriptions for Amanda’s 
medications because they do not yet have an 
adult provider for Amanda. Leslie posts a mes-
sage to an online support group for advice and 
learns many other families are reporting similar 
experiences. Few can offer any helpful advice.

Leslie reaches out to her personal networks 
and finds a primary care physician willing to 
take Amanda into her practice, despite her 
lack of knowledge or experience with 
Amanda’s conditions. It takes months to find 
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 Why HCT Is Important

The transition from pediatric to adult-based 
healthcare seems simple, from the eyes of the 
parent whose child has no significant healthcare 
issues. Initially, the typically developing and 
healthy young adult might obtain healthcare 
through the college health clinic, an urgent care 
clinic, or the emergency room. They likely 
begin engaging adult healthcare providers as the 
need emerges; for example, a young woman 
needing birth control might select a gynecolo-
gist. These adult patients make their medical 
decisions and maintain the privacy of those 
decisions. Typically developing young adults 
and their families often address the transition to 
adult-based care as the need arises. Teaching 

them to take on the responsibilities of setting 
and keeping appointments, asking questions, 
managing prescription  medications, and taking 
care of any annual medical exams is a natural 
and collaborative experience.

But for adolescents and young adults with spe-
cial healthcare needs (AYASHCN), the transition 
is not simple. A well-planned and well- executed 
transition to adult-based care is essential. The dis-
ease or disorder already compromises their health 
and places them at increased risk of developing 
more significant health concerns in adulthood. 
That risk rises dramatically when knowledgeable 
adult providers are not available. For many such 
patients, the family is faced with replacing many 
pediatric specialists, a daunting and—for some—
near impossible process.

Vignette

Gabe’s mom, Cristin Lind, struggled to 
explain this complicated network and came 
up with “Gabe’s Care Map©” (see Fig. 5.1) 
[1]. She shared it with a group of primary care 
physicians and says, “They got it.” There was 
a multitude of providers and organizations 
involved in Gabe’s life, and his family was 
juggling them all! In 2012, the Huffington 
Post published an article about Gabe’s Care 
Map, and Cristin’s simple attempt to explain 
the complexity of her son’s support needs 
took on a life of its own. Today, Ms. Lind and 
her pediatrician are further developing the 

practice of care mapping. More information 
is on Ms. Lind’s website (https://durgastool-
box.com/caremapping/). Care mapping can 
be a useful tool in the transition process for 
families, young adults, and their providers.

Transition isn’t a new concept, and it 
occurs elsewhere besides the healthcare sys-
tem. Federal special education law requires 
public schools to address a student’s transition 
from public school during the student’s annual 
Individualized Education Program (IEP) 
meetings. The transition planning must begin 
before the age of 16 (some states begin as 
early as age 14). Remarkably, many families 

and establish relationships with the specialists 
Amanda requires. The applications for Social 
Security and vocational rehabilitation services 
stall. A medical emergency in the midst of this 
lengthy transition could be devastating. 
Amanda and her parents experience tremen-
dous anxiety in the interim.

The pediatric provider is troubled when 
Leslie calls and asks, “Why didn’t you tell us 

she would have to leave your clinic at the age 
of 18?” The reality, as the pediatric provider 
knows, is there are no adult providers with 
the knowledge, skill set, and willingness to 
accept young adults with childhood-onset 
conditions that she is aware of. The pediatri-
cian realizes it’s time to develop an inten-
tional process of preparing patients and their 
families for HCT.

L. G. Buckner
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are uninformed about the next steps when 
their student ages out of special education ser-
vices (somewhere between the ages of 18 and 
22, depending on the IEP). How can they be so 
unprepared? Explanations include families are 
overwhelmed by the daily needs of their loved 
one, the network of services and providers 
they are managing, and fears for their child’s 
future. Families are trying to survive, to get 
through today. The necessary preparations for 
the future end up on their back burners, until 
the day arrives and no preparations are in 
place. They have reached the cliff.

As unprepared as families often are for the 
transition from public school services, they 
are equally unprepared for the changes occur-
ring as their young adult transitions from pedi-
atric to adult-based healthcare. Parents think 
doctors will prepare us parents and lead the 
way. We don’t know to initiate the conversa-
tion about the transition, and even if we did, 

we are too terrified to ask. We count on our 
providers to guide and support us through.

Families address multiple transitions 
simultaneously for their AYASHCN, listed in 
Table 5.1, below.

While some young adults will experience 
changes in their healthcare at age 18, changes 
can occur again at the age of 21–22. For some, 
they will no longer be able to receive services 
at their pediatric hospital. Depending on the 
state’s Medicaid system, some Medicaid ben-
efits become limited after the age of 21. 
Consider Norah, who needed her wisdom 
teeth removed at the age of 22. Norah was 
receiving Medicaid care, which had always 
been sufficient for her needs. They were dis-
mayed to learn Norah’s Medicaid benefits 
excluded dental care at the age of 22. Had they 
removed her wisdom teeth before her 22nd 
birthday, Medicaid would have covered the 
costs.

Fig. 5.1 Gabe’s Care Map
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 Special Considerations for AYASHCN 
with Cognitive Delay

Patients with intellectual disabilities are going to 
require more time and preparation on the part of 
the medical team and the family. Understanding 
how the individual communicates, what kinds of 
support they need in the medical environment, 
and ways to ease anxieties goes a long way toward 
a successful clinic visit. Are there specific parts of 
an exam that are troublesome for the patient? 
What helps? How can the practice accommodate 
those needs? For patients who don’t use words, 
what do their behaviors communicate? Some 
families are prepared to provide this information; 
others may need prompting questions or conver-
sations to help the healthcare provider uncover 
these details. Taking the time to discover those 
details is crucial to the eventual transition to adult-
based healthcare (see Chaps 17, 22, and 32).

Presume competence! We may never know 
what some individuals with intellectual disabili-
ties understand due to their inability to express 
themselves verbally. The provider may need to 
look to family member(s) to help communicate, 
yet providers should address the patient directly, 
as they would any other patient, and include them 
in all conversations about their health concerns. 
A danger for people with intellectual disabilities 
is others’ misperceptions about their ability to 
speak for themselves with support. A presump-
tion of incompetence or lack of capacity can 
result in preventing the patient from developing 
skills necessary for managing their personal 
health. Knowledge of their condition, under-
standing its issues, self-management skills, self- 
advocacy, and self-efficacy are at risk, and the 
danger for poor health outcomes escalates.

One example of underestimating individuals 
with intellectual disabilities is the perception of 

We want these AYASHCN to manage their 
own healthcare to the greatest extent possible. 
But building self-management skills takes time. 
Developmental readiness must be considered. 
For example, adolescence probably isn’t the best 
time to suddenly turn over medication manage-
ment. A measured, methodical approach to 
teaching self-management skills, as the patient is 
ready, is vital. Helping parents understand what 
they can do to assist in the process is invaluable.

Transition planning is a process, not an 
event. Good transition planning—in the 
school, the home, and the doctor’s office—
requires significant time, intentional planning, 
development of self-management and self-
advocacy skills, and clear, honest communica-
tion. Without it, AYASHCN can face 
potentially dire consequences to their health 
and well-being.

Table 5.1 Multiple transitions that families are undergoing during HCT

  • Departing public school special education services (an entitlement)

  • Applying for state vocational rehabilitation services (eligibility-based)

  • Applying for Medicaid (eligibility-based) (see Chaps. 8 and 25)

  • Researching and meeting new health insurance eligibility requirements (see Chap. 8)

  •  Dealing with managed care, PPO, or HMO (finding approved providers, checking the prescription 
formulary, etc.)

  •  Filing an initial application (or redetermination) for the Social Security Administration’s 
supplemental security income (eligibility-based) (see Chap. 8)

  •  Addressing legal protections (possible guardianship, medical power of attorney, supported decision-
making, HIPAA release, living will) (see Chap. 30)

  •  Obtaining long-term services and supports for those with significant support needs (eligibility- based 
and often wait-listed, sometimes for years)
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guardianship as the only option (see Chap. 30). 
Guardianship is a critical support for some, but 
it should be the last option rather than the first 
(and only) option. It is an expensive process, 
requiring the assistance of an attorney and a 
court. Although courts are instructed to design 
guardianships to encourage the development or 
maintenance of maximum self-reliance and 
independence of the incapacitated person, it’s 
not uncommon for courts to create full guard-
ianships. Full  guardianship removes the rights 
of the individual to make even the simplest of 
decisions for themselves, such as the right to 
decide where they want to live and work and 
how they want to spend their days. Families 
think their only option is guardianship (it’s the 
one option they hear about from education and 
medical professionals, among others) and end 
up spending money and removing their young 
adult’s personal and civil rights unnecessarily. 
Reversing guardianship can be a challenging 
and costly process.

Alternatives to guardianship include durable 
power of attorney, medical power of attorney, and 
HIPPA release. A new and practical solution 
available to some individuals and their families is 
supported decision-making. This measure pro-
vides a legal means for an individual to choose a 
trusted individual or team of people who can pro-
vide support to the person without taking over 
their right(s) to decision-making. Guardianship is 
substituted decision-making: the guardian makes 
decisions for the individual. Supported decision- 
making provides for autonomy and self-direction 
while offering necessary guidance and support. 
Supported decision-making is not yet a legally 
available option in every state; more information 
on supported decision-making (including states 
in which it is an option) can be found online at 
http://supporteddecisionmaking.org/.

Look to the family to support their emerging 
young adult with an intellectual disability—they 
have valuable knowledge and experience—but 
not at the expense of ignoring the patient.

Vignette

A neurologist was explaining the results of a 
sleep study showing sleep apnea to my son, 
David (who can present as competent but has 
significant intellectual disabilities). He 
explained that airways become constricted 
during sleep. I could see the information was 
going over my son’s head. I stopped the doctor 
and said to David, “David, when you are using 
the water hose at home, what happens if it gets 
kinked?” David explained how the water starts 
trickling from the hose or even stops com-
pletely. I told David, “That’s what the doctor 
is saying is happening to the ‘hose’ in your 
nose and throat, the hose that carries oxygen 
to your lungs and helps you breathe while 
you’re sleeping.” “Oh!” David said. He asked 
“So there’s a kink in my air hose? That’s why 
I’m not sleeping like I’m supposed to?” The 
doctor said, “That’s brilliant. Mind if I steal 
it?” Family members are well-versed in what 

their young adult understands and how they 
communicate. Direct your communication to 
the patient, but invite the family to assist if 
needed. Other forms of assistance from the 
physician’s office are listed in Table 5.2, 
below.

Some parents hold high expectations for 
their child despite the intellectual disability. 
They will welcome conversations about tran-
sition and efforts to encourage self- efficacy 
and self-advocacy, despite their reasonable 
anxieties and concerns.

Others, being cautious and protective, will 
find your efforts harder to understand and sup-
port. They’ve spent years advocating for their 
child’s services, often with a multitude of pro-
viders. They’re aware of their child’s vulnera-
bilities, and the future is frightening. Their 
protectiveness can negatively affect their and 
the providers’ perception of their child’s 
abilities.
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Well-meaning families can limit their 
young adult’s autonomy and privacy by speak-
ing for them, making all their healthcare and 
other service decisions, and assuming their 
child is incapable of assisting or of having an 
opinion. This scenario happens for AYASHCN 
without cognitive delay, but it is more frequent 
for those with intellectual disabilities.

Cultural understandings and expectations 
can complicate HCT. Healthcare providers 
should familiarize themselves with and be 
respectful of cultural norms around chronic ill-

ness and disability, self-efficacy, and self-
advocacy. A conversation about the family’s 
expectations for their young adult’s life beyond 
childhood can help healthcare professionals 
provide culturally competent HCT guidance.

When family members take charge of all 
their young adult’s decisions, without consult-
ing them or encouraging their autonomy or 
self-advocacy, the healthcare provider(s) may 
follow the parents’ lead, further disempower-
ing the patient. Physicians have an opportu-
nity to present an expectation of autonomy, 
self-advocacy, and self-efficacy, by looking to 
the adolescent or young adult first and con-
sulting family members secondarily. Meeting 
with the adolescent alone for some part of the 
visit helps set that expectation. Letting the 
parent(s) know the provider is following stan-
dard clinical practice should help the parents 
understand this as part of the HCT process.

Whether they see their young adult as com-
petent and capable of making decisions or not, 
their child will legally be considered an adult at 
age 18. Providers should help family members 
prepare for this reality. The family will need to 
put legal protections in place if their young 
adult needs support for decision-making and 
consent. The provider will need to have this 
conversation more than once and ask questions 
about the patient’s and the family’s plans.

Table 5.2 Other forms of assistance that the physi-
cian’s office could provide to assist with HCT

  •  Translating or helping to explain medical 
information

  •  Clarifying treatment options as they relate to 
the individual’s personal preferences and 
needs

  •  Taking extra time for discussion, questions, 
and decision-making

  •  Assisting with setting up and keeping 
appointments

  •  Helping with managing medications (refills, 
dosing) or other treatment regimens

  •  Easing fears or anxieties in the healthcare 
environment

  • Assisting with decision-making

  •  Assisting with documentation for insurance 
claims, medical records

 Transition Planning in a Clinical 
Setting

A parent may say “He’s going to live with us for 
the rest of his life” and consider the matter of 
transition to adulthood settled. The sad secret 
many parents harbor but will never say aloud is 
their hope the child will die before they do. This 
thought can be paralyzing. Rather than taking a 
proactive approach by teaching self-advocacy 
skills and building strong circles of support, some 
families simply ignore the inevitability of not 
being able to care for their AYASHCN. What’s a 
healthcare provider to do in the face of such resis-

tance? Begin the conversation early and revisit it 
annually. Families need a road map (see Chaps. 
4, 16, and 26). Having a transition policy for your 
practice, posting it in a visible space, and review-
ing it together with families will help keep HCT 
a priority. Physicians should provide timelines 
and assure patients and their family members 
they will be supported through the process. But 
there’s more to your role.

The American Academy of Pediatrics, 
American Academy of Family Physicians, and 
American College of Physicians-American 
Society of Internal Medicine state, “After the age 
of majority, all youth deserve to be treated as 
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adults and to experience an adult model of care,” 
even when they require decision-making support 
or are under legal guardianship.

Your patient’s experience of being treated as an 
adult and experiencing an adult model of care 
requires preparation. Adult care assumes that the 
patient knows how to set and keep appointments, 
understands their health condition(s), is experi-
enced in managing their health condition(s) 
including any medication or other necessary regi-
mens, and is prepared to discuss their health man-
agement with the adult provider. The necessary 
knowledge and skills must be taught, practiced, 
and experienced before they enter adult care. Show 
them small steps they can take toward transition, 
e.g., having their child introduce themselves and 
present their health insurance card when checking 
in for an appointment or having the young person 
write their name and address on the check-in 
forms. The provider taking the lead at every oppor-
tunity, and beginning early, can help patients learn 
self-advocacy and self-efficacy.

Person Centered Thinking© [2] offers a model 
which proposes the difference between what is 
important to the person and what’s important for 
them (see Table 5.3). Because of their training, 
health care professionals (and often family mem-
bers as well), tend to focus on what’s important 
for the person (health and safety), and pay less or 
no attention to what’s important to them (the 
things that bring the person happiness, content-
ment, satisfaction, fulfillment or comfort). 
Nobody wants to live a life focused on their 
health and safety only, even when there are sig-
nificant health concerns. We know people are 
more likely to do what’s important for them 
(things related to their health and safety) when 
they can see a connection between that and some-
thing that’s important to them. For example, 
David is more likely to pay attention to his low- 
sodium diet and kidney health if he can see its 
connection to his love of running. He is more 
inclined to use his CPAP machine when he under-
stands how it impacts his ability to get a good 
night’s sleep and wake up on time for work. 
Patients often do what’s important for their health 
and safety if these behaviors improve or are con-
nected to the things that matter most (important 

to them). Patient’s self-efficacy and adherence to 
their treatment can be improved by hooking it to 
what’s important to them. Training for healthcare 
providers in eliciting important information is 
needed. More information about person-centered 
practices can be found here: http://tlcpcp.com.

Patients and families who have undergone an 
organized, well-defined transition process report 
better outcomes in their adult-based healthcare 
experiences. They express gratitude for well- 
written care summaries, referrals to knowledge-
able adult providers when possible, time spent 
ensuring as much stability as possible before end-
ing the relationship, and a warm sense of closure 
between the patient, family, and provider. The time 
taken for these measures may mean the difference 
between the patient successfully navigating the 
transition to adult-based care and having a poor 
health outcome. The website—www.gottransition.
org—provides one resource for patients, families, 
and healthcare providers to organize the process. 
Their resources specific to healthcare profession-
als include six core elements of transition:

 1. Transition policy
 2. Transition tracking and monitoring

Table 5.3 Person-centered thinking—the balance of 
health and safety with quality of life

  •  Developed and taught by the learning 
community for person-centered practices [2]

  •  Defines health and safety as “important for” the 
person

  •  Defines anything that helps the person feel 
satisfied, content, happy, fulfilled, or comforted 
as “important to” the person

  •  AYASHCN often experience lives focused on 
what’s important for them, without enough 
consideration for what’s important to them

  •  People naturally desire balance between doing 
what’s important for them and having what’s 
important to them

  •  People are more likely to do what’s important 
for them when they can connect it to what’s 
important to them

  •  Patient self-efficacy and adherence to treatment 
increase when what’s important for them is 
“hooked” or connected to something important 
to them

  • http://www.tlcpcp.com/
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 3. Transition readiness
 4. Transition planning
 5. Transfer of care
 6. Transfer completion

Unfortunately, most AYASHCN and their 
families report seeing none of these elements 
before leaving their pediatric-based care. It’s no 
wonder so many find themselves facing an abyss!

 Promoting Self-Efficacy

Self-efficacy is essential for young patients to 
succeed in managing their health problems as 
they transition. The concept of self-efficacy theo-
rizes that people must believe in their capacity to 
achieve their goals before they can work toward 
those goals. In terms of healthcare, patients must 
first have confidence in their ability to manage 
their health. Confidence comes from gaining 
knowledge and skills, having repeated opportuni-
ties for practice, and experiencing success. These 
points are summarized in Table 5.4.

Learning from others in a similar situation 
can aid in attaining self-efficacy, for the patient 
and family member(s). As young parents, we 
knew our son would need a lot of help to get 
through school, and we wanted him to have an 
inclusive education with his non-disabled peers 
(not the usual route for students with intellec-
tual disabilities). Although I have a degree in 
special education, I doubted my ability to be his 
advocate for a different educational path. I asso-
ciated myself with other parents whose kids 
were older than mine and who were success-
fully navigating the path I wanted to take. They 
supported and encouraged me and walked 
alongside me providing resources, knowledge, 

experience, and insight. They built my self-effi-
cacy, and soon I was not only successfully team-
ing with my son’s school professionals to create 
an inclusive education program for him but 
mentoring others to do the same. Years after his 
graduation, one of my mentors told me “You 
know, I wasn’t sure it would work for your son.” 
I was floored. “I believed you!” I said. “And 
that’s why it worked for you and your son,” she 
replied. “It worked because you believed you 
could make it work.” I had gained confidence 
and self-efficacy followed.

Associating with people on a similar journey, 
others who have navigated various systems and 
gained hands-on expertise can be an empowering 
experience. Can your practice help patients and 
their families link with others? Family members 
and individuals involved in support organizations 
are quick to share their learning, offer support, 
and are eager to learn from others on the same 
path. One caution: If there is a significant differ-
ence between the families in terms of the HCT 
outcomes, these efforts can backfire. The person 
who is experiencing success may feel guilty or 
uncomfortable with the person who is having 
more difficulty. On the other hand, the person 
experiencing less success may feel the more suc-
cessful person sets an expectation they can’t 
reach. When my son was small, our neurologist 
gave my name (with my permission) to another 
parent whose son (several years older than mine) 
was diagnosed with the same disease as my son. 
The conversation started out fine. The other mom 
asked if my son was talking yet. “Yes, he’s begun 
using some words,” I said. “What about your 
boy?” I asked. A silence ensued on the other end 
of the phone until she finally choked out, “No, he 
can’t talk at all.” We never spoke again, despite 
living 15 minutes apart. I felt sad and a little 
guilty. I can’t imagine what she felt.

Some parent support organizations provide a 
parent-matching program in which they connect 
families dealing with similar circumstances. A 
critical component of an effective matching pro-
gram is training for the families engaged in the 
match, better preparing them to answer ques-
tions and provide support without falling into 
the kind of situation I found myself described 

Table 5.4 Promoting self-efficacy

  •  Patients must believe in their capacity to achieve 
their goals before they can work toward those 
goals

  •  Confidence in one’s ability to manage their own 
health is critical

  •  Confidence is built through gained knowledge, 
practiced skills, and experienced success
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above. Another underutilized but valuable 
resource can be adults living with similar condi-
tions or concerns.

There are other methods to build patient self- 
efficacy into your practice, and they are discussed 
in other sections of this book (see Chaps. 5, 13, 
19, and 20). Assessing self-efficacy skills, and 
encouraging patient and family to practice the 
undeveloped ones, builds capacity and confi-
dence. One doctor routinely assigns homework to 
his patients based on this assessment, attempting 
to build the patient’s skills throughout their ado-
lescent years in his care.

 Technology

Technology may help AYASHCN and families 
improve their self-efficacy. Apps on our phones, 
iPads, smart watches, and computers may pro-
vide ways to manage details of daily living. For 
example, a patient who cannot tell time can set 
timed reminders on his phone for medication 
reminders or appointment alerts on his calendar. 
The Medical ID app (available for IOS and 
Android platforms) provides readily accessible 
medical ID information on the patient’s cell 
phone, especially in an emergency. Apps for 
tracking blood glucose levels, carbohydrate 
intake, and medication doses can assist with dia-
betes management. Many healthcare providers 
and clinics have moved to electronic communica-
tion, permitting patients to access records and 
communicate with their physician(s) electroni-
cally. Creative families have assisted a loved one 
in their home via the computer, providing every-
thing from medication and schedule reminders to 
walking their adult child through a recipe.

Our son has intellectual disabilities as well as 
significant medical issues including kidney dis-
ease. He was a competitive varsity-level distance 
runner in high school and still enjoys running 
today. His nephrologist and dietitian talked with 
him about the importance of a low-sodium diet. 
But when we showed him a fitness and diet track-
ing app on his phone and helped him understand 
what his target sodium numbers should be, the 
sodium in his diet took on a new level of impor-

tance. The app also tracked his distance running, 
connecting what is important for him (low- 
sodium diet) to what’s important to him (his love 
of running).

 Promoting Self-Advocacy

Teaching self-advocacy skills—the practice of 
speaking for oneself, asking questions, making 
one’s decisions, understanding one’s rights and 
responsibilities, and asking for help and sup-
port—is crucial to successful transition. Self- 
advocacy is not an all-or-nothing practice. Family 
members and others in their circle of support can 
help the young adult to apply self-advocacy 
skills. Parents who work to support and empower 
their young adult’s self-advocacy often report 
surprise at their child’s growth and capabilities as 
they have an opportunity to do so.

Some families will resist promoting self- 
advocacy skills, whether it be from their fears, 
misperceptions of their child’s capacity, or their 
own poor self-advocacy skills. Cultural norms 
and expectations can contribute to the resistance.

Most family members will view you, the 
patient’s healthcare provider, as the expert. The 
provider can present self-advocacy opportunities 
and model family members’ roles. Addressing 
yourself to your patient before the family mem-
ber is a great start. Speaking to the patient—ask-
ing questions of the patient and giving time for 
the answer—sets the expectation of self- 
advocacy. Patients and their family members will 
come to expect it and prepare for it.

The same goes for making choices and deci-
sions. First, ask open-ended questions to the 
patient. What do they think about the medication 
they are taking? Is it helping? How do they know 
it is helping? What are they pleased about in terms 
of their health and healthcare? What concerns do 
they have? Avoid closed-ended questions: those 
that can be answered with a “yes” or “no.” Ask 
open-ended questions that open the door to con-
versation. And then listen. The provider’s actions 
are as much about modeling the presumption of 
the patient’s competence and self-advocacy as 
they are about hearing what the patient says.
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Talking with your patient(s) about their health 
condition(s), answering their questions, and ask-
ing them what they understand about it prepare 
them to have those same conversations with adult 
care providers who will expect those kinds of 
discussions.

 The Role of Parents in Preparing 
for HCT

Parents’ roles and responsibilities begin years 
before the subject of transition is broached. 
Transition planning begins at birth. Parenting is 
all about preparing our kids for what life will 
throw their way, from disagreements on the kin-
dergarten playground to the drama of junior high 
and the rigors of high school. Our child’s health 
concerns and disabilities complicate our task.

Honest discussions about the child’s diagnosis 
and medical condition, adapted for the child’s age 
and ability to comprehend, create an essential 
foundation. Making the diagnosis and medical 
concerns an ongoing conversation provides the 
opportunity for the young person to learn impor-
tant details about their condition, the necessary 
measures to manage the condition, and provides 
the opportunity to ask questions or address con-
cerns. These kinds of conversations through the 
years can serve as a basis for the later develop-
ment of more advanced self-efficacy and self- 
advocacy skills. In hindsight, the 27 years we’ve 
spent talking openly about David’s condition, 
cursing it at times, shedding tears, and teaching 
him to address his concerns head on, have resulted 
in a young man who faces significant health prob-
lems with optimism, courage, and hope.

For some parents, however, this kind of con-
versation is too uncomfortable. Parents naturally 
want to protect their children, and shielding them 
from the painful truths of their condition(s) may 
seem easier in the short run. Unfortunately, our 
failures to honestly address the issues set the 
young person up for discomfort and avoidance in 
later years, potentially leading to serious health 

consequences. As parents, we must provide mod-
els of courage, competency, and honesty as we 
help our children face the realities of their medi-
cal concerns or disabilities and prepare them to 
manage the resulting issues. Don’t underestimate 
the value of your support. Our kids tend to rise to 
the level of our expectations.

Transition readiness assessment tools used in 
the clinic can provide the patient, parents, and 
provider with an assessment of transition readi-
ness (see Chap. 13). Transition planning tools 
can then be used over time to improve self- 
efficacy in tasks for adolescents and young 
adults to practice and gain competency as they 
prepare for the transition. Parents can use transi-
tion planning tools as a series of steps, tackling 
the tasks and providing instruction and encour-
agement, while gently encouraging their young 
person to take on more responsibility. Parents 
may be surprised at how competent their child 
can be with the right opportunity and support.

 Finding an Adult Provider

It’s happened; the time has come to leave the 
safety and security of the pediatrician’s office 
and move into the world of adult-based care. 
Where to begin?

Parents say getting a referral from their 
pediatric- based care providers—who they have 
come to know, rely upon, and even love—is golden. 
We trust pediatric providers’ recommendations.

Unfortunately, many family members report 
getting no such help. Whether it’s a lack of time, 
knowledge, resources, or connections, families 
find themselves out there on the bridge to 
nowhere, trying to create their own bridges. They 
make call after call, only to learn the provider 
they’re calling doesn’t take their insurance, 
doesn’t take Medicaid, isn’t taking new patients, 
or doesn’t feel he has the necessary knowledge or 
experience to treat their child. Without proper 
transition planning, this exercise in frustration 
can happen while there is a high need for continued 
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medical care. The young adult has “aged out” of 
the pediatric clinic and must find adult-based 
care in a hurry. The risk of time lost, money 
wasted, and mistakes made is high.

 Parents’ Recommendations

A mom whose daughter has multiple physical 
health issues and developmental disabilities 
offered this recommendation to other families:

Figure out what is your child’s most critical medi-
cal need or what medical specialty is most impor-
tant and find that physician first. It’s preferable if 
you can find one already in a medical home system 
or electronic records system. Then build relation-
ships with the other specialists you need who are 
already involved in that system if possible. If that’s 
not feasible, find your most important specialist 
first and then try to find a network that includes the 
other providers you need in one system, so you 
only deal with one specialist out of the system.

The only danger with this strategy is if, for 
some reason, the patient can no longer access the 
medical home or networked system (e.g., change 
in insurance), they run the risk of losing the entire 
network. It’s important to pay attention to cover-
age that can change at 18, 21, and again at 26 or 
even with PPO or MCO provider lists.

Another parent suggests: “Identify your cur-
rent providers. Create a list of potential adult pro-
viders for each specialty. Ask each current 
provider ‘If this were your child, who would you 
seek out for adult care?’” Other recommenda-
tions from parents are listed in Table 5.5.

How can the healthcare professional help? Get 
networked. Know who can do what you do in the 
adult system, develop a relationship with the per-
son/clinic, and offer your referrals and 
recommendations.

 Terminating the Relationship 
with the Pediatrician

For many of us, the child’s pediatrician has been 
a constant in a sea of change, through the ups and 
downs of our lives. He/she has helped us through 
crisis. It’s possible they have been there since our 
child was diagnosed. They have been our rock. 
For us—patient and family—ending our relation-
ship with the pediatrician is hard.

Make our goodbyes easier by making sure 
everyone knows it’s coming well in advance. 
Having a plan and clear timelines ensures 
nobody is surprised when the last appointment 
comes. Knowing where we will go for our 
young adult’s health care, and having a thor-
ough medical summary to take with us, eases 
our anxiety. Assuring us the pediatrician is still 
there if the adult provider needs a consult is 
comforting.

Lastly, pediatricians, give us time to thank you 
for the role you’ve played in our lives and to say 
goodbye. We’re eternally grateful and will never 
forget you and what you’ve done for us. Thanks. 
A summary of parents’ wishes for assistance 
from their pediatric provider is presented in 
Table 5.6.

Table 5.5 Other recommendations from parents of AYASHCN who have transitioned their AYASHCN to adult care

  • “Network with other parents of individuals with special healthcare needs”

  • “Get as much help from the pediatric doctor as possible”

  •  “Make an appointment to get to know the new doctor and for them to get to know your child. If you don’t like 
the doctor, keep looking”

  • “Do your own research. Ask questions!”

  • “Start early!”
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Table 5.6 Parents’ HCT wish list

  •  Inform us about transition and then ask the question “What can we do to help you and your son/daughter 
make a successful transition?”

  • Recognize it’s one of the more stressful times for us as family members

  • Help me by sharing what you know about my child with a medical summary, prepared for the new doctors

  • Give me timelines, give me recommendations, and give me referrals

  •  We always hear the term “talk with your doctor,” but sometimes it takes a lot for families to ask their 
questions

  • Work with us as a team instead of leaving it all up to the parent

  • Have patience with us. None of this is easy

  • Show interest

  • Give parents information on networking

  • Prepare to work with the increasing population of special needs of young adults

  • Be willing to consult with the new provider if necessary

  •  Support family through the transition to help make sure adult physicians are acutely aware of child/adult 
needs. It can be overwhelming for parents to change doctors for medically complex children. We are fearful 
that child’s medical history won’t be fully reviewed or understood. Communication and support are critical.

  •  The hardest thing was leaving our pediatric providers because of our emotional connection to them. They had 
been with us for 22 years!
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Healthcare Transition 
from the Pediatric Provider’s 
Perspective

Cecily L. Betz

Healthcare transition (HCT) planning is a rela-
tively new field of practice and research that has 
emerged to address the complex needs and issues 
associated with the “aging out” of adolescents 
and young adults with special healthcare needs 
(AYASHCN). The “aging out” of AYASHCN 
involves the transition from adolescence to 
emerging adulthood and beyond and transfer 
from pediatric to adult healthcare. The challenges 
associated with the extended survival rates of 
AYASHCN have been discussed in scholarly 
publications and in clinical forums since the late 
1980s [1]. Why then, three decades later, has the 
vision of creating linkages between the pediatric 
and adult systems of care to ensure the smooth 
and uninterrupted provision of care not been real-
ized [2–5]? What issues and challenges account 
for the evident discomfort, reluctance, and com-
petency deficits among healthcare professionals 
within these two systems of care [6–8]?

This chapter will examine the challenges of 
developing a competent pediatric provider work-

force to provide HCT services, followed by a pre-
sentation of strategies that could facilitate the 
transfer of care to adult care providers. A sum-
mary of the barriers and strategic approaches for 
successful resolution is presented in Table 6.1. 
The chapter will conclude with an analysis of the 
practice implications for pediatric care 
providers.
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Table 6.1 HCT barriers and strategies to overcome 
barriers

Barriers Strategies

 •  Provider’s lack of 
training and 
experience with 
providing healthcare 
transition services

 •  Provider training that 
includes consulting with 
interdisciplinary 
colleagues about 
resources and referrals; 
access online HCT 
training programs

 •  Lack of institutional 
structure and 
resources to support 
the provision of 
HCT services or 
development of 
HCT programs

 •  Infrastructure support 
for HCT planning that 
includes institutional 
HCT champions; 
accessing resources as 
presented in Tables 6.2 
and 6.3

 •  AYASHCN and 
family reluctance to 
transfer care

 •  Generate revenue for 
services by consulting 
finance officer and 
acquire knowledge of 
CPT Codes

 •  Provider reluctance 
to facilitate transfer 
of care

 •  Create partnerships with 
adult providers/
organizations; refer to 
Table 6.4

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-319-72868-1_6&domain=pdf
mailto:cbetz@chla.usc.edu
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 Barriers Encountered by Healthcare 
Providers

 Lack of Training

One of the most frequently reported barriers by 
providers on both sides of the service divide is 
lack of training resources and opportunities. 
Although both pediatric and adult service provid-
ers share a need for training, their learning 
requirements differ. Pediatric providers cite the 
dearth of training to foster not only their under-
standing of HCT planning service models but 
also their acquisition of the knowledge and skills 
necessary to become a competent provider to 
provide HCT services [16–19].

The learning needs of pediatric providers are 
not relegated only to preparation beginning in early 
adolescence and the transfer of care in emerging 
adulthood. Provider needs also include acquiring 
skills and knowledge to conduct specialized HCT-
focused assessment and intervention based upon an 
interdisciplinary model of care facilitated by ser-
vice coordination and  referral as well as an under-
standing the realm of adult services. Pediatric 
providers are now expected to learn about HCT 
frameworks of care as well as adult service systems 
of care, including  employment such as job devel-
opment and training, rehabilitation, postsecondary 
education, housing, transportation, disability ser-
vices, and community living supports and services. 
Pediatric providers involved in HCT planning need 
to be knowledgeable of the range of available adult 
services in order to be proficient and competent 
with service coordination and referrals for transi-
tion and adult services based upon the AYASHCN’s 
interests, needs, and preferences. For example, a 
HCT service coordinator’s knowledge of the pub-
licly financed vocational training programs (i.e., 
Department of Vocational Rehabilitation, state’s 
Workforce Investment Act workforce system, Job 
Corps) available in the AYASHCN’s community 
can greatly benefit the AYASHCN who might oth-
erwise enroll in a costly proprietary vocational 
program and, upon completion, accumulate sig-
nificant loan debt.

In contrast, the learning needs of adult care 
providers are based upon their lack of experience 

and clinical training in providing care to adults 
with childhood-acquired chronic conditions (for 
additional information on adult provider learning 
needs, refer to Chap. 7 “Healthcare Transition 
from the Adult Provider’s Perspective”) [7, 20–
22]. To date, few medical and interdisciplinary 
training specialty programs integrate HCT for 
AYASHCN into didactic and clinical training 
[23, 24]. There are areas of specialty practice that 
have raised these issues associated with clinical 
practice, professional training, and research. For 
example, in 2005 the American College of 
Cardiology issued a position statement entitled 
Training in Transition of Adolescent Care and 
Care of the Adult with Congenital Heart Disease 
related to training of cardiologists to meet the 
growing population of adults with congenital 
heart disease (ACHD) [25]. In this document, 
ACHD curriculum and training competencies are 
identified to provide care to ACHD. Other exam-
ples of guidelines for the care of adults with 
childhood-acquired conditions are listed in 
Table 6.2.

 Lack of Structure for HCT Planning

For pediatric and adult providers of care for 
AYASHCN, limited training and informational 
resources exist within institutional settings [8, 
18, 26]. There are a number of reasons for this. 
Foremost, limited institutional resources have 
been directed to generate a HCT infrastructure 
for training, ongoing technical assistance, and 
service support. Children’s medical centers and 
other pediatric healthcare institutions have a myr-
iad of clinical care priorities associated with their 
organizational mission, and the financial con-
straints make it difficult to direct or allocate fund-
ing for a HCT infrastructure. Relatively few HCT 
experts are available within institutions to pro-
vide consultation to colleagues. Although 
increased attention has been directed to this 
growing HCT service needs, the widespread 
adoption of HCT programs has yet to be realized. 
Available HCT resources that can be accessed on 
publicly-funded or foundation-supported web-
sites may not be appropriate/applicable for repli-
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cation in a specific institutional setting. Available 
instructional materials for AYASHCN and their 
families will need to be adapted for local com-
munity application. Lastly, as described in greater 
detail later, HCT programs that are reliant on 
extramural support may be difficult to sustain 
beyond the funding period [23].

 Service Reimbursement

A major impediment with the implementation of 
HCT service programs and the access to adult 
healthcare services is the lack of or inadequate 
reimbursement for services [8, 17, 23]. For 
patients enrolled in State Medicaid programs, the 
rate of reimbursement is 61% of the Medicare 
rate [27]. Furthermore, the time interval for 
receiving payments for the provider’s care is 
excessively long. Given the low reimbursement 
rates for beneficiaries enrolled in the State 
Medicaid programs, access to specialty medical 
care is problematic [28]. A number of reimburse-
ment options (based upon CPT and fee for ser-
vice [FFS] codes) have been recommended to 
obtain reimbursement from public and private 
payers; however, institutional approval and 
mechanisms for enabling charges by the financial 
managers is needed [29].

Other HCT programs have been initiated with 
the support of extramural funding from govern-

mental agencies and nonprofit foundations. 
Typically, the infusion of funds for HCT program 
startups are based upon a specific period of time 
and funder requirements. However, the key to 
success with seed funding to develop and imple-
ment HCT program is program sustainability. It 
is a challenge, and, to date, few programs have 
been successful.

 AYASHCN and Family Reluctance 
to Transfer Care

Many studies have been conducted examining 
AYASHCN’s and family members’ (primarily 
parents) perspectives on HCT, with emphasis on 
the transfer of care [30, 31]. These studies have 
included perspectives prior to and following the 
transfer of care and identify two major concerns. 
First is leaving their primary and specialty care 
pediatric providers. These relationships are 
formed over what may be an unpredictable course 
of the healthcare need/disability. Leaving behind 
the shared history and lived experience of this 
unique relationship with pediatric providers is 
difficult as the feelings of confidence, security, 
and expectations will end, and new relationships 
with unknown adult providers will need to be 
established. Second is parental and AYASHCN 
concerns with locating adult providers center 
around issues of competence, convenience, and a 

Table 6.2 Examples of adult care guidelines

American Academy of Pediatrics 
(AAP), American Academy of Family 
Physicians (AAFP), and American 
College of Physicians (ACP)

AAP, AAFP, and ACP (2011). Supporting the healthcare transition from 
adolescence to adulthood in the medical home [9]

American College of Physicians Guidelines and Tools Developed for Pediatric-to- Adult Health Care 
Transitions Initiative [10]

Autism National Institute for Health and Clinical Excellence (NICE) (2012). 
Autism: recognition, referral, diagnosis, and management of adults on 
the autism spectrum. London (UK): National Institute for Health and 
Clinical Excellence (NICE) [11]

Cystic fibrosis Cystic fibrosis adult care: consensus conference report [12]

Complex care Pediatric Complex Care Association. Children and Young Adults with 
Medical Complexity: Serving an Emerging Population [13]

Sickle cell disease National Heart, Lung, and Blood Institute. Evidence- Based Management 
of Sickle Cell Disease: Expert Panel Report, 2014 [14]

Spina bifida Centers for Disease Control and Prevention. Living with spina bifida [15]
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different model of care wherein an integrated 
model of care available in pediatrics is likely not 
available [30, 31]. Furthermore, as the payment 
for services model changes with enrollment in a 
new insurance plan, particularly a public plan, 
accessing providers who will accept patients with 
low rates of reimbursement is difficult.

 Provider Reluctance to Facilitate 
Transfer of Care

Pediatricians’ are attached to their patients [17, 
26, 32, 33]. Pediatricians are concerned about the 
competencies and potentially restrained attitudes 
of adult providers to receive adults with 
childhood- acquired chronic conditions. Adult 
providers lack comfort in providing services to 
some AYASHCN as they have not received the 
training needed to address the needs of this new 
specialty population. Adult providers who have 
received adults with chronic conditions into their 
practice report that AYASHCN were not well 
prepared to assume responsibilities for their care.

 Lack of Identified Adult Providers 
for Transferring Care

Challenges exist in locating adult providers who 
are available to receive AYASHCN into their 
practices [23, 32]. Pediatric and adult profes-
sional organizations have raised this issue in 
policy- related, position statements and clinical 
guidelines documents [17, 34].

 Potential Strategies to Overcome 
HCT Barriers

 Provider Training

Resources for learning about transition and adult 
community-based resources for AYASHCN and 
their families exist within a number of major 
pediatric medical centers. Interdisciplinary pro-
viders within large pediatric hospitals can be con-
sulted for HCT planning. Social workers are 

excellent resources for locating community- 
based resources connected with transportation, 
conservatorship, respite support, access to health-
care, youth employment programs, and other 
postsecondary education and training programs. 
Physical therapists can provide assistance with 
referrals to orthotists, durable medical equip-
ment, assistive devices, and adaptive recreational 
programs. Registered dieticians can be of assis-
tance with issues regarding accessing community 
programs needed for the range of feeding con-
cerns. Occupational therapists can provide assis-
tance with referrals for services and supports 
needed to acquire skills and supports for activi-
ties of daily living (ADLs). These are just a few 
examples of the scope of practice that interdisci-
plinary colleagues can bring to the development 
and implementation of a HCT program. Other 
institutional resources available include the hos-
pital attorney, financial counselors, and informa-
tion technology (IT) personnel.

There are online training resources and web-
sites that can be accessed for instructional pur-
poses (see Table 6.3).

 Infrastructure Support for HCT 
Planning

Realization of the training needed to become an 
effective and competent HCT provider is manifest 
as the proliferation of peer-reviewed literature 
on the topic; its prominence at national profes-
sional and consumer-driven conferences as evi-
dent with the annual Chronic Illness and Disability 
Conference, Transition from Pediatric to Adult 
Care sponsored by the Baylor College of Medicine 
and Texas Children’s Hospital; and the policy-
making and standards of practice promulgated by 
pediatric and interdisciplinary professional orga-
nizations such as the American Academy of 
Pediatrics, American College of Physicians, and 
Society of Pediatric Nurses. Institutional efforts to 
provide HCT training and resources need champi-
ons to move this effort forward. Colleagues from 
other institutions who have created a sustainable 
HCT  infrastructure may be helpful. Reaching out 
to HCT networks and resources, such as the 
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Health Care Transition Research Consortium, 
Got Transition, and others, listed in Tables 6.2, 
6.3 and 6.4, are recommended.

 HCT Service Reimbursement

It will be necessary to confer closely with institu-
tions’ financial (billing and coding) experts to 
explain the HCT service description and its 
match with the transition-related CPT codes. An 
excellent resource for reference is 2017 Coding 

and Reimbursement Sheet for Transition from 
Pediatric to Adult Health Care located on the Got 
Transition website [29].

 AYASHCN and Family Reluctance 
to Transfer Care

There are a number of strategies that can be 
employed to potentially mitigate AYASHCN’s and 
their parents’ concerns associated with transferring 
to adult providers. First, informing about the even-

Table 6.3 Online training resources and websites

Got Transition. This website, funded by the Health Resources and Services Administration, contains extensive 
resources on HCT. Its focus is on the Six Core Elements, which identify the basic elements needed for HCT

Website link: http://www.gottransition.org/resources/

University of Illinois at Chicago’s Division of Specialized Care for Children. Specialized Care for Children. A 
number of transition tools and resources are available on this site, which can be useful models for developing tools 
specific to the institutional/practice setting

Website link: http://dscc.uic.edu/browse-resources/transition-resources/

American College of Physicians, Pediatric to Adult Care Transitions Initiative. The aim of the HCT toolkit is to 
assist adult providers with resources to assist them to provide HCT services

Website link: https://www.acponline.org/clinical-information/high-value-care/resources-for-clinicians/
pediatric-to-adult-care-transitions-initiative

American Association on Health and Disability. This website contains a page specifically focused on HCT 
resources for providers entitled Healthcare Transition Resources: Providers. It contains numerous resource links to 
other websites that provide instructional assistance

Website link: https://www.aahd.us/best-practice/healthcare-transition-resources-providers/

University of Florida, Education and Health Care Transition Graduate Certificate. This is an online HCT training 
program for healthcare professionals and educators. The focus of the training is the integration of health issues/
needs in the educational setting

Website link: https://education.ufl.edu/education-healthcare-transition/

The Hospital for Sick Children (Toronto, Canada), Good 2 Go Transition Program. This Canadian HCT program 
offers numerous resources that have application for replication in other international settings. Foremost among 
resources developed is the Passport for Health, a prototype for assisting consumers with self-management needs

Website link: http://www.sickkids.ca/good2go/

The National Youth Transition Center. This website is a youth-driven website to provide assistance, support, and 
resources to facilitate the employment of youth with disabilities. Many important issues relevant to long-term 
planning are presented on the website. Excellent resource for adolescents and emerging adults with special 
healthcare needs

Website link: http://www.thenytc.org/

Society for Adolescent Medicine and Health. Transition to Adult Health page. On this page, resources are available 
to links on other topics connected with HCT such as mental health and sexual and reproductive health

Website link: http://www.adolescenthealth.org/Resources/Clinical-Care-Resources/Transition-to-Adult-Care.aspx

Illinois Chapter, American Academy of Pediatrics. An online HCT program (15 CME) for pediatricians to learn the 
details about HCT planning, including the prominent features of the service model

Website link: www.illinoisaap.org

The Health Services for Children with Special Needs, Health Care Transition for Adolescents and Young Adults, 
An Online Video CME Series. This one CME unit provides content on the Six Core Elements of Health Care 
Transition

Website link: https://www.hscsnlearning.org/transition/
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tual transfer of care can be initiated early on, even 
with the first encounter to introduce the concept of 
HCT planning [9, 35]. In that way, the eventual 
transfer of care is introduced as a future event that 
is a natural component of the transition into adult-
hood. Advanced planning and discussion enable 
review of the issues and needs the AYASHCN and 
family have as well as their input and engagement 
in the process of transfer when it finally occurs.

 Provider Reluctance to Facilitate 
Transfer of Care

Fostering linkages with adult provider services 
and facilitating communication between both 
groups of providers will be advantageous in over-
coming the hesitation with referrals. Several 
models have been reported that have been effec-
tive in facilitating the transfer of care to adults [2, 
3, 17]. These models include clinic appointments 
conducted jointly with both pediatric and adult 
providers, preparatory visits to the adult clinic or 
with the adult provider prior to the transfer of 
care, or having the pediatric provider attend the 
first visit with the adult provider [2, 3, 5, 17, 23]. 
As presented in Table 6.4, a number of recom-
mendations to locate adult providers are pro-
vided. Additional content on facilitating linkages 
with adult providers is discussed in the next section. 

Communicating with the adult provider who is to 
take over the patient’s care. Communication with 
the adult provider should begin well ahead of the 
transfer of care as a means of avoiding the poten-
tial discontinuities and/or lapse in care [9].

A widely accepted recommendation and stan-
dard of practice advocated is the transmission of 
the AYASHCN’s medical records using a medi-
cal summary [9, 23, 36]. The AYASHCN’s medi-
cal summary could contain the following 
information: (a) demographic information such 
as address, phone number, date of birth, and fam-
ily composition, (b) allergies including adverse 
reactions to medical procedures typically con-
ducted (i.e., voiding cystourethrogram [VCUG]), 
(c) list of medications including dosage and fre-
quency, (d) listing of current providers including 
the contact information of phone number and 
email address, (e) previous hospitalizations with 
reasons for admission, (f) previous/recent emer-
gency/urgent care visits, (g) dates of most recent 
laboratory and diagnostic tests conducted and 
results, and (h) provider comments about adher-
ence to daily treatment needs. Examples of HCT 
medical summaries can be found in Table 6.5 
(also see Chap. 15). For additional information 
on strategies to facilitate the transfer of care to 
adult providers, refer to Chap. 10 where strate-
gies on engaging with adult providers to receive 
AYASHCN as patients are discussed.

Table 6.4 Strategies for finding adult providers

  1.  Find an internist/primary care provider (health home) prior to the transfer of care period who can make 
service referrals to specialty providers

  2. Create a community-based partnership with an adult medical center/managed care organization

  3.  Confer with the community-based Department of Rehabilitation, Workforce Investment Act agency, as some 
local offices compile lists of community providers who provide specialized and primary care services to 
adults with childhood- acquired conditions

  4.  Access condition-specific websites (i.e., spina bifida) as they may have listings of adult clinics/providers that 
are available

  5.  Contact the local Center for Independent Living (CIL), a grassroots advocacy organization for adults with 
disabilities that are directed by and staffed with individuals with disabilities. Many of the CILs maintain lists 
of community-based providers and agencies that are disability-sensitive and competent

  6. Access the Internet sites and/or download apps that will assist in locating physicians such as WebMD and Yelp

  7. Network with other consumers to learn by “word of mouth” providers who are recommended

  8.  Contact the human resources representative within the parent’s/consumer’s employment setting; speak with 
the health insurance agent

  9.  Consult with the individual designated as the HCT coordinator will be developing a resource list of health 
providers/agencies available in the community
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 HCT as an Expected Outcome 
in a Pediatric Practice

The necessity of HCT as a service specialty for 
AYASHCN is acknowledged by many profes-
sional organizations, such as the American 
Academy of Family Physicians (AAFP), 
American Academy of Pediatrics (AAP), 
American College of Physicians (ACP) Society of 
Adolescent Health and Medicine, Society for 
Paediatric Endocrinology, and Society of Pediatric 
Nurses. The Agency for Healthcare Research and 
Quality indicates that 21 clinical guidelines for 
practice have been published [23]. Table 6.2 dis-
plays information on clinical guidelines for adults 
with childhood-acquired conditions.

The first review of literature on HCT based 
upon 43 studies was published spanning 21 years 
(1982–2003). Since then the HCT literature has 

proliferated with systematic reviews and evidence 
to guide practice and identify relevant outcomes of 
care. The outcomes of optimal HCT include suc-
cessful referrals to adult providers, condition sta-
bility, rates of emergency department visits, and 
hospitalizations [2, 5, 37–39]. Challenges associ-
ated with the measurement of HCT outcomes 
include tracking AYASHCN who enter into new 
systems of care, moving to new communities of 
choice, and changes with modes of contact (i.e., 
cell phone, land lines, and incorrect addresses). 
Coupled with the logistic difficulties with tracking 
is the availability of fiscal and personnel resources 
to enable tracking. For many programs, long-term 
follow-up is not possible due to the limitations 
with resources. However, it may be feasible to 
devise methods for tracking that can be integrated 
into the systems of care as found with managed 
care organizations that provide both pediatric and 

Table 6.5 Medical summary templates

Organization Medical summary title Website link

American College of 
Cardiology

Pediatric to Adult Care 
Transitions Tools
Medical Summary & 
Emergency Care Plan for 
Young Adults with Congenital 
Heart Disease

http://www.acc.org/~/media/Non-Clinical/Files-PDFs-
Excel-MS-Word-etc/Membership/Sections-Councils/
Adult-Congenital-Pediatric/F16327_CHD_MEDICAL_
SUMMARY.PDF?la=en

American College of 
Rheumatology

Medical Summary and 
Emergency Care Plan: 
Juvenile Idiopathic Arthritis

https://www.rheumatology.org/Portals/0/Files/Medical-
Summary-JIA.pdf

American Society of 
Hematology

General Hematology Clinical 
Summary

http://www.hematology.org/Clinicians/Priorities/
Transitions/5577.aspx

American Society of 
Hematology

Sickle Cell Disease Clinical 
Summary

http://www.hematology.org/Clinicians/Priorities/
Transitions/5579.aspx

Got Transition Sample Medical Summary and 
Emergency Care Plan Six 
Core Elements of Health Care 
Transition 2.0

http://www.gottransition.org/resourceGet.cfm?id=227

HealthIT.gov Transition of Care Summary https://www.healthit.gov/providers-professionals/
achieve-meaningful-use/menu-measures/
transition-of-care

Hospital for Sick 
Children

Health Passport http://www.sickkids.ca/Good2Go/For-Youth-and-
Families/Transition-Tools/MyHealth-Passport/Index.html

New England 
Consortium of 
Metabolic Programs

Medical Health Summary http://newenglandconsortium.org/for-families/
transitioning-teens-to-young-adults/transition-toolkit/
medical-health-summary/

Southeast Texas 
Medical Associates

Hospital Care Summary http://www.setma.com/Medical-Home/
transition-of-care-one-form-of-care-coordination

University of 
Chicago

Transition Summary http://transitioncare.uchicago.edu/files/2011/06/
Portable-Medical-Documents.pdf
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adult care (i.e., Kaiser Permanente), institutional 
support allocated for time-limited tracking, and 
the inevitability of the creation of partnerships 
with community- based adult providers and 
 organizations. Successful HCT is the ultimate out-
come of pediatric care for AYASHCN and their 
families.

Case Example
A major pediatric medical center decides to 
develop a HCT infrastructure to serve as a HCT 
resource and support to specialty programs. 
The process of establishing a policy is described 
in Chap. 11 and the process of establishing a 
HCT program is described in Chap. 9. The hos-
pital’s vice president for patient care services 
(VP-PCS) was chosen to champion this HCT 
initiative. The VP-PCS convened a task force, 
composed of several interdisciplinary providers 
interested in starting HCT services. A task 
force is organized that is selected together with 
the hospital’s parent advocate. The task force 
conducted a needs assessment and identified 
many issues: identifying that adult providers’ 
patients can be transferred once their eligibility 
for services is terminated; acquiring HCT train-
ing including adult-oriented community ser-
vices, developing instructional resources for 
AYASHCN and their families, and generating 
revenue for HCT services.

A strategic plan involving a larger group of 
stakeholders was formed to discuss execution of 
the strategic plan. The strategic plan includes (a) 
allocation of fiscal resources to support this 
effort, (b) implementation of a HCT provider 
training program, (c) creation of transfer proce-
dure to adult providers, (d) formation of linkages 
with adult providers for the transfer of care, and 
(e) setup mechanism for service reimbursement.

A HCT expert was hired to provide consulta-
tion. The consultation included a Grand Rounds 
HCT presentation, consultation with individual 
specialty teams, and meeting with members of 
the strategic planning team and task force. The 
consultant recommendations included review of 
other institutionally based HCT efforts, examples 
of other successful transfer of care models, HCT 
documents and resources that can be accessed 

and replicated, and reimbursement models effec-
tively used in other settings.

A strategic plan was written. Implementing the 
various components of the plan, including train-
ing, forming the community-based partnerships, 
and protocols, was analogous to HCT planning in 
the clinical setting, described in other chapters.

As the HCT field has evolved, more models of 
care are being developed, tested, and dissemi-
nated. Those who have undertaken HCT pro-
grammatic efforts are now sharing their 
knowledge. This accumulation of clinical experi-
ence and expertise is paving the way for others to 
learn from their experience to hopefully avoid the 
pitfalls of the past and strategize future planning 
more effectively.

Numerous HCT resources and supports exist 
to facilitate the development of new HCT ser-
vices. These resources have been named through-
out this chapter. Clinical guidelines to direct 
service providers with the development of the 
HCT delivery model are available for application 
to the practice setting. Although significant 
advances have been made in the field of HCT that 
have effected progress in clinical practice and 
research, one best practice has not been estab-
lished nor will it be. Rather structures and pro-
cesses from other programs will need to be 
adopted and evaluated for each institution.
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 Introduction

The case of a new patient such as Emily is not 
rare nor is the internist’s perception that this 
patient has “drifted” to your office from pediatric 
care rather than being part of a carefully planned 
and executed handoff [1]. While there are many 
pediatricians and pediatric subspecialists who 
continue to provide care long past the traditional 
age of 18 years often because of a lack of transi-
tion resources, in 2002, the American Academy 
of Pediatrics, the American Academy of Family 
Physicians, and the American College of 
Physicians-American Society of Internal 
Medicine recommended that adults with special 
health-care needs be cared for by adult-focused 
primary care physicians [2, 3].

Eighteen million adolescent and young adult 
patients are transitioning to adult care annually 
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Vignette

As an internal medicine physician, you are 
happy to see a 21-year-old new patient, 
Emily, on your schedule this morning 
because these visits are usually straightfor-
ward. Your heart rate speeds up as your 
medical assistant tells you that she has 
Turner syndrome, and you try to remember 
what you learned about this condition in 
medical school.

Emily is accompanied by her mother 
who tells you about her history of Turner 
syndrome, hypothyroidism, bicuspid aortic 
valve, moderate aortic regurgitation, and 
menstrual irregularity. She has not seen 
her general pediatrician for the past 
2 years but has seen her pediatric endocri-
nologist and pediatric cardiologist over the 
past 6 months. Unfortunately she does not 
have any medical records, but she knows 
she is taking oral contraceptives and 
levothyroxine.

Emily’s mother asks many questions 
about her daughter’s health and sometimes 
answers questions that were specifically 
directed to the patient. The involvement of 
the mother in the patient visit is surprising to 
you. As you try to answer the multiple ques-
tions, they both then ask you about resources 
for patients and families for Turner syn-
drome as an adult. You feel unprepared and 
a little overwhelmed.
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according to the U.S. Census Bureau, and 18–25% 
of these patients have chronic medical or mental 
health conditions including genetic disorders like 
Turner syndrome [4–6]. Modern medical care has 
enabled more than 90% of children with special 
health-care needs to reach adulthood, yet many 
internists and adult subspecialists are not comfort-
able taking care of conditions that are more com-
mon in the pediatric population [7, 8]. This may 
stem from the lack of exposure to less common 
conditions or a lack of knowledge of guidelines 
and resources to care for these patients.

Though many chronic conditions have con-
sensus guidelines on the care of patients with 
conditions such as Turner syndrome, some of the 
rarer conditions may not, leading to potential 
increased discomfort and lack of confidence once 
these patients reach adulthood [9]. Even for spe-
cialists who are familiar with consensus 
 guidelines, such as adult gastroenterologists (GI) 
who take care of patients with inflammatory 
bowel disease, research has shown that adult GI 
providers are often uncomfortable with these 
adolescents and young adults with special health-
care needs (AYASHCN) because they lack train-
ing in adolescent medicine [10, 11]. Pediatricians 
compared to internists are less comfortable treat-
ing the chronic conditions of hypertension, dia-
betes, depression, and chronic pain, and therefore 
young adults with complex health needs who also 
have these conditions may be transitioned out of 
a pediatrician’s office prematurely [12]. The pro-
vider’s discomfort may be exacerbated by the 
need for additional training in reproductive 
health, vocational training, and complex care 
coordination [13].

This textbook provides resources to help pedi-
atric providers develop transition programs to 
equip AYASHCN with the self-management 
skills needed to navigate within the adult health- 
care system. Unfortunately 22% of children with 
special health-care needs (CSHCN) between 12 
and 17 years of age report that their doctor does 
not usually or always encourage adolescents to 
take responsibility for their care, and only 31% 
received all the needed guidance for the transi-
tion to adult health care [8]. Even if such guid-
ance occurs, the adult provider must still be 

prepared to receive these young adults and com-
plete the transition process appropriately.

This chapter will discuss some of the common 
concerns of adult health providers assuming care 
for AYASHCN and then describe how transition 
care is analogous to high-quality primary care, 
with which most adult physicians are familiar. 
These concerns often involve provider and health 
system-related issues such as lack of provider 
competency or confidence in care for these 
patients, lack of training in many childhood con-
ditions and adolescent related issues, lack of 
communication between pediatric and adult pro-
viders, as well as time and reimbursement-related 
concerns [14, 15]. There are additional concerns 
related to the youth themselves and their stage of 
human development, such as patient maturity and 
readiness to transition, psychosocial needs, and 
parental/family involvement [14].

 Lack of Internists Trained to Care 
for This Population

There are more than 30 million young adults 
between 18 and 24 years old in the United States, 
and approximately 25–30% of this population has 
special health-care needs [6, 15, 16]. Although 
80–90% of internists believe that primary care of 
AYASHCN should be provided by adult health-
care providers after transition, not enough inter-
nists across multiple disciplines are comfortable 
doing so [5, 12]. The challenge in finding inter-
ested providers worsens for patients with develop-
mental disabilities and complex health or mental 
health conditions [15]. The current primary care 
shortage in the United States is expected to worsen 
over time as an aging population grows [17]. 
Dual-trained internal medicine- pediatrics physi-
cians appear to be ideal providers for this popula-
tion, but this specialty is not able to care for the 
entire population of AYASHCN with fewer than 
10,000 practicing internal medicine- pediatrics 
physicians in the United States [1].

In addition to requiring primary care, AYASHCN 
are not the same as healthy young adults and often 
need subspecialty care. Unfortunately there is a 
lack of qualified or interested adult subspecialists 
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available to provide specialty services for this popu-
lation [1, 12]. It takes time for the primary care phy-
sician to build a network with the few adult 
subspecialists who are available. Mental health pro-
viders are especially needed for AYASHCN who 
have unique challenges during the transition period, 
but many internists have difficulty identifying high-
quality behavioral health providers for these young 
adults and who also accept insurance [18].

Internists are often not comfortable taking care 
of young adults with complex medical and mental 
health conditions because of insufficient training in 
internal medicine residency for child- onset medi-
cal conditions [12]. Pediatricians have frequently 
cited concerns about finding appropriately trained 
and interested adult providers for their complex 
patients, especially ones with developmental or 
intellectual disabilities [15]. This difficulty can be 
decreased by maximizing communication between 
the internist and pediatrician during the transition 
period to communicate salient aspects of disease-
specific care. Often this care is not just specific to a 
medical treatment plan but involves multidisci-
plinary treatment teams, and the primary care med-
ical home model discussed later in this chapter is 
one of many that has flexibility to coordinate this 
care. In addition, internists who have experience 
caring for larger populations of patients with the 
same condition (e.g., cystic fibrosis) can improve 
provider comfort and confidence [12].

 AYASHCN Lack Adequate 
Preparation for Transition

At Emily’s visit, her mother reports that she orders 
refills and picks up Emily’s medicines. The mother 
also makes all of her medical appointments. At 
the appointment today, Emily appears to be indif-
ferent about her health issues. Her mother reveals 
that Emily has a history of depression 4 years ago 
treated with an antidepressant for about 2 years 
and then weaned off when her mood seemingly 
improved. When asked how Emily’s mood is now, 
the mother replies, “It’s all right, I guess.”

Although our patient Emily seems indifferent 
to her care, she may never have been guided to be 
more independent in these health administrative 

tasks. Emerging adult patients should be encour-
aged to take on more adult responsibilities 
regarding their health, which may require a more 
prolonged and deliberate transition process that 
extends from the pediatric or adolescent provider 
into the adult office. This may involve reminders, 
input, and guidance from their parents or other 
family health advocates, with assistance in pro-
cessing information and in reinforcing recom-
mendations. Providers and family can be integral 
in this guided decision-making process [1]. Adult 
health providers may be surprised by young 
adults’ continued dependence on parental guid-
ance, but they should work with them and their 
parents to help the young adult develop more 
self-care skills and responsibilities [15].

Although the transfer of care from pediatric to 
adult care may occur at a defined age such as 18 
or 21 years old, the psychosocial development of 
adolescent and young adult patients occurs at a 
later age. The young adult stage of life represents 
a distinct developmental stage, similar to how we 
view adolescence, that is termed “emerging adult-
hood” [19]. This period spanning from approxi-
mately ages 18 to 25 is marked by a transition to 
independence—involving identity exploration, 
instability, self-focus, feeling in between, and 
possibilities [15, 19].

Health-related decision-making during emerg-
ing adulthood includes engaging in riskier behav-
iors, decreased frequency of seeking care despite 
elevated health risks, and less adherence to pro-
vider recommendations. These may be due to 
multiple neurodevelopmental and psychosocial 
factors that are often underappreciated by the 
adult provider (see Chaps. 2 and 3 for a full dis-
cussion of brain development and its impact on 
behavior).

Beyond the neurodevelopmental perspective, 
emerging adults as a group are demographically 
heterogeneous, and their social circumstances 
may have a significant impact on their health and 
ability to assume greater responsibility in their 
care. Within this age group, 40% are not enrolled 
in college, and only 40% have full-time jobs [15, 
20]. Patients may be away at school, may be liv-
ing at home with parents, or may have initially 
left the home and are now returning. They may 
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be unmarried but living with romantic partners or 
roommates in a variety of living arrangements 
[15]. Understanding their social circumstances is 
crucial to guide young adults through the process 
of improving their self-care.

 Understanding the Life Course 
Health Development 
of the Emerging Adult

Young adults and emerging adults are perceived 
to be healthier than their adolescent or adult 
counterparts. However, their overall morbidity 
and mortality are worse compared to their adoles-
cent counterparts [21]. According to the Institute 
of Medicine, young adults are surprisingly 
unhealthy, possibly related to the risky behaviors 
in this age group, the onset of serious mental 
health conditions, unintentional injury, substance 
abuse, and sexually transmitted infections [22]. 
In addition to these health risks, young adults’ 
utilization of health services including primary or 
preventive care is significantly lower than adoles-
cents and adults over the age of 25, while their 
emergency room use is higher. In 2014, 25% of 
young adults in the United States were without a 
usual source of medical care [23]. Their adher-
ence to recommendations decrease, and the med-
ical complications are increased even when they 
do receive health care [15].

The internist may view the young adult visit as 
a straightforward encounter. A routine primary 
care visit of a healthy young adult female may 
consist of checking blood pressure and perform-
ing a routine pap smear [15]. However this rou-
tine visit does not address risk factors that could 
affect current and future adult health.

The Life Course Health Development model 
can frame the care of the emerging adult patients 
where the person’s childhood years impact their 
lifelong physical and mental health conditions 
[24]. Many chronic adult conditions such as 
hypertension, diabetes mellitus type 2, and dys-
lipidemia may have developed because of risk 
factors or a lack of protective factors in a person’s 
early life during critical periods of development 
[24]. For example, weight gain in young adult-
hood leads to complications from obesity in later 

adulthood [25]. Substance use often starts in ado-
lescence but peaks in young adulthood and can 
lead to addiction and related complications [26]. 
Interventions in the adolescent and young adult 
years can alter a person’s health in later years; 
therefore all primary care providers should rec-
ognize risk factors and attempt to address risky 
behaviors, which may prevent certain chronic 
diseases [15, 24].

 Poor Coordination Between 
Pediatricians and Internists

One of the internist’s biggest frustrations for 
bringing AYASHCN into their practice is the lack 
of medical records, medication reconciliation, 
transition plan, and recommendations from the 
AYASHCN’s pediatrician [1, 27]. In addition, 
integrating an AYASHCN for the first time into 
adult practices can be difficult when patients and 
family have had long-term relationships with 
their pediatric providers. There is evidence that 
post-transition access to care is improved if 
patients and families meet adult providers before 
this transfer [28]. A transition policy in the health 
system can help set expectations that transition 
for all youth is a normal process (see Chaps. 16–
17). Adult providers should make time to estab-
lish trust with the whole family during the initial 
meetings, often prioritizing this rapport over dis-
cussion of specific medical details or treatment 
plans. A similar process exists in taking geriatric 
patients into an adult practice and can be consid-
ered as a reference when seeing young adults. 
This relationship building does not need to wait 
until the first face-to-face meeting. A process that 
starts months ahead of time may help foster a 
stronger initial therapeutic relationship during 
the first meeting between the patient, family, and 
adult provider. Internists should be ready to 
establish a line of communication with the previ-
ous pediatric provider prior to the initial visit 
either in person or over the phone. This helps the 
flow of important medical information and also 
provides reassurance to the patient and family 
that crucial social or cultural information has 
been communicated. The immediate post- transfer 
period is also an important time for the adult and 
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pediatric providers to communicate information 
that may not be readily apparent from written 
records and to provide recommendations or assis-
tance with future care [1].

 Time Alone with Physician Without 
the Parents Present

Although the integration of all caregivers into the 
transition process is important, most AYASHCN 
also need to have opportunities for independent 
interactions with their adult provider, which may 
be difficult if the caregivers have been advocating 
for the patient during all prior appointments. The 
transition of an emerging adult into increasing 
adult roles and responsibilities is unlikely to be 
completed at age 18, and adult providers should 
be cognizant of providing opportunities both for 
parental input and for patient independence with 
the understanding of all parties—patients, care-
givers, and providers—of how much indepen-
dence the patient will have in their health care in 
the future. In studies looking at transition from 
the patient perspective, adult provider character-
istics such as decision-making opportunities and 
time alone with the health-care provider without 
parents, in addition to providers’ social skills and 
bedside manner, impact satisfaction with their 
transition experience [29].

It may be challenging for parents to give up 
some of decision-making authority even if the 
young adult patients desire more autonomy. This 
concern may be more acute when meeting a new 
adult provider with whom the family has not yet 
established enough trust and rapport to cede 
some of that control [15]. In early visits during 
the establishment of care, adult providers may 
want to balance both the involvement of the par-
ents to provide crucial health information and 
time alone with the patient to foster trust and 
independence [29].

 Time to Care for Complex Patients

The care of medically complex patients usually 
requires more time than a typical follow-up visit 
for a nonmedically complex youth. A survey of 

pediatricians and internists indicated concern that 
the young adults and their parents often expect an 
unusually long amount of time during the visit and 
more frequent attention overall [29]. This is 
reported more frequently from pediatricians than 
internists [12]. With many health systems focusing 
on relative value unit-based productivity, medi-
cally complex patients can affect a provider’s pro-
ductivity metric, making it a financial liability for 
practices to care for high volumes of these patients. 
There are mechanisms to accurately bill for the 
extra time for medical evaluation and care coordi-
nation that may resolve this discrepancy between 
time and reimbursement (see Chap. 25) [15].

 Medical Home Model

Several health-care system initiatives are already 
in place for patients of many ages, which can 
help meet the goals of caring for both young 
adults and the more complex AYASHCN. For 
example, the Patient-Centered Medical Home 
(PCMH) model includes three interrelated pro-
cesses—preventive care, acute illness manage-
ment, and chronic disease management—and has 
six standards applicable to all primary care 
patients regardless of their health status or com-
plexity [1, 30]:

 (a) Patient-centered access
 (b) Team-based care
 (c) Population health management
 (d) Care management and support
 (e) Care coordination and care transitions
 (f) Performance measurement and quality 

improvement

In prior comparative studies, the PCMH 
model had a small to moderate positive effect on 
preventive care services and patient satisfaction, 
along with a modest reduction in emergency 
room visits, although not hospitalizations [31].

Providing high-quality transition services via 
an integrated and comprehensive model may one 
day become the standard of care of any primary 
care practice. The World Health Organization 
also supports a paradigm shift to build an inte-
grated health-care system. Their goals include 
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patient- and family-centered care, focus on pre-
ventive medicine, and supporting patients with 
community resources [32].

The care coordination in the PCMH model is 
especially important in the care of 
AYASHCN. There are evidence-based guidelines 
for chronic care management that involve written 
care plans and close care coordination between a 
multidisciplinary team of providers [1]. A co- 
management partnership with subspecialists 
includes a shared medical summary and written 
care plans that have been prepared together with 
the patient and family members to synchronize 
care across all providers. Care coordination can 
improve patient self-management skills, empow-
ering the AYASHCN to communicate with the 
provider or care coordinator by telephone, elec-
tronic media, or in person clinic visits when 
health needs arise, and these health literacy and 
self-care skills should be monitored on a regular 
basis, with support offered if necessary [1]. A 
registry may be helpful to track the transition 
process for AYASHCN (see Chap. 12).

 Training in Adolescent Medicine 
and Mental Health

Increased experience with adolescent medicine 
and a focus on the psychosocial needs surrounding 
this emerging adult period of time of 18–25 years 
old are crucial [1, 15]. Internal medicine, family 
medicine, and pediatrics residents should have 
additional training in adolescent medicine during 
residency, with emphasis on the need for mental 
health support for this population. For AYASHCN, 
the family has typically played a big role in their 
health care, and the patient and the caregivers have 
to adjust to new roles relating to independent deci-
sion-making for the AYASHCN. To ease this 
adjustment and maximize the PCMH model, the 
internist should employ a family-centered model 
when appropriate to include all caregivers to maxi-
mize coordination of care while minimizing stress 
for the whole family, as well as discussing specific 
resources for behavioral health when those needs 
arise [1].

The adolescent “HEADSS” screening 
approach (home, education/employment, activi-

ties, drugs/diet, sexuality, suicidality) has been 
shown to be an effective mechanism to screen for 
psychosocial needs in this population [33]. The 
HEADSS approach is the standard of care to 
screen for adolescent psychosocial stressors. The 
HEADSS history may reveal drug and alcohol 
abuse, poor eating habits, lack of exercise, sexual 
risk behavior, and untreated depression or anxi-
ety which will impact future health if not 
addressed appropriately at the right time [17]. 
Adult providers can easily use the HEADSS 
approach without significant additional training. 
They can act on the information provided to 
encourage the young adult patient to make wise 
health-care decisions that will have long-lasting 
impact on their health [1].

The vignette suggests that addressing Emily’s 
underlying mood issues is essential in order to 
help manage her self-care skills, independence, 
and apparent lack of interest in her care. Young 
adults have higher rates of mental health issues 
compared to their adolescent and older adult 
counterparts, with higher rates of suicidal ide-
ation, plan, and attempts [34]. Forty-six percent 
of young adults in college report psychiatric 
diagnoses in the last year [2]. This data under-
scores the importance of prevention and screen-
ing in this age group as 75% of mental health 
disorders present prior to age 25 [34]. While 
addressing mental health issues can seem daunt-
ing to address in primary care, surveys on pro-
vider attitudes indicate that adult health-care 
providers were overall more comfortable address-
ing mental health issues in the office than pedia-
tricians, with pediatricians reporting more 
barriers due to insufficient mental health and 
social work support [12]. The adult primary care 
provider is uniquely positioned to screen for 
mental health problems with tools such as 
HEADSS, intervene, and have a large impact on 
many aspects of these patients’ health care and 
overall health outcomes.

 Disability and End-of-Life Issues

Internists report discomfort caring for young 
adults with severe disabilities because of lack of 
specific training, but they can draw on their 
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 experience caring for elderly patient with chronic 
disabilities and end-of-life issues to help guide 
them with the care of the transitioning young 
adult patient. Identification of the patient advo-
cate, caregiver, legal guardian, and medical 
decision- maker is essential to the initial visit. An 
advanced directive from previous pediatric docu-
mentation should be verified with the patient and 
family, or discussion of an advanced directive 
should be initiated if one has not yet been com-
pleted (see Chap. 30).

 Difficulty Accessing Health Care 
as an Adult

In addition to psychosocial, developmental, and 
familial/relationship barriers to adult care for 
AYASHCN, young adults also face structural and 
systems challenges in accessing adult health care. 
Both young adults and providers have concerns 
about the patient’s access to health insurance dur-
ing this transition period [15, 35]. Childhood 
insurance programs subsidized through the gov-
ernment can end as patients reach adulthood, 
such as Medicaid, SHIP, and Title V. Marketplace 
plans that enable patients to stay within the same 
health-care system that may have cared for their 
complex condition throughout childhood may be 
financially inaccessible. Expansions in the 
health-care safety net through Medicaid may 
enable these patients to be insured, but due to 
Medicaid’s lower reimbursement rates, they may 
have fewer options for adult primary care or spe-
cialty providers who have more experience car-
ing for medically complex patients. Reducing 
Medicaid would have a deleterious effect on 
AYASHCN.

Patients with disabilities have less employ-
ment opportunities that may limit access to 
employee-based health insurance, and young 
adults are also more likely to take part-time or 
unpaid work early in their career, which may not 
come with full health-care benefits. Many parents 
are themselves uninsured or under-insured which 
negates the benefit of recent changes to health- 
care laws to enable young adults to stay on their 
parents’ insurance through age 26. College-based 
insurance plans may be inaccessible for young 

adults attending a 2-year community or city col-
leges or vocational programs [36]. The current 
health-care legislative landscape poses potential 
future challenges to accessing adult health insur-
ance and care for AYASCHN, including lifting 
bans on lifetime caps and protections for preex-
isting conditions.

Changes in federal law with the Patient 
Protection and Affordable Care Act (ACA) of 
2010 have improved health insurance options for 
young adults, enabling not only coverage of 
dependents to age 26 but also have improved por-
tability of insurance, improved access to coverage 
through health exchanges, and the exclusion of 
preexisting conditions as criteria to provide cover-
age that has been a consistent issue within this 
specific patient population [1]. However, many 
young adults either have low levels of health 
insurance literacy or are unaware of their benefits 
or undervalue these benefits [37], with fewer than 
25% of young adults aware of Medicaid expan-
sion and less than a third of young adults being 
aware of health insurance marketplaces [35]. 
Young adults are less likely to schedule preventive 
health visits despite their coverage under the cur-
rent law [15]. Variability in coverage through 
Title V, Medicaid, Supplemental Security Income, 
and Social Security Disability Income among 
states can make it difficult for patients and provid-
ers to navigate [1].

Access challenges are not limited to insurance 
alone; AYASHCN may have accessed additional 
resources through pediatrics such as care coordi-
nation that may be scarcer in adulthood. Youth 
with intellectual and developmental disabilities 
have fewer options for daytime programs with 
educational and recreational components than 
programs available through the K-12 school sys-
tem for children. Allied health professionals such 
as physical therapy, occupational therapy, and 
speech therapy are more available for develop-
mentally disabled children than adults. Social 
workers and case managers may also be less 
available in the adult health-care setting. Custodial 
issues such as guardianship or  conservatorship 
and residential placement can limit access.

At the time of this writing, the debate regard-
ing health care may lead to changes in the current 
law, and subsequently patients should be aware 
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of but not dependent on the ACA protections as 
described previously. Patients should be encour-
aged to pursue employment options that include 
commercial insurance coverage that is advanta-
geous to high-risk people, often in the form of 
large group plans with pooled risk [1]. Additional 
reimbursement and dedicated payment plans are 
also needed for providers taking care of transi-
tional care patients, as this is a major concern for 
providers to receive payment for the added time 
and complexity to take care of them [15].

 Social Determinants of Health

Medical care for all patients can be improved if 
the provider is aware of their social determinants 
of health, and this is particularly important in 
underserved populations and AYASHCN [38]. 
Access to care, provider availability, local public 
health and community resources, and insurance 
coverage impact the quality of care, and the pedi-
atric to adult transition process is heavily influ-
enced by medical, psychosocial, environmental, 
socioeconomic, and other factors [1]. Although 
internists may initially consider this a unique bar-
rier to the transitioning population, the techniques 
to assess and respond to this aspect of an individ-
ual’s health, for example, through the PCMH 
model, are the same as in all ages. It is not a mat-
ter of lack of training but rather a difference in 
focus and time allocation to ensure that the social 
determinants of health are addressed in develop-
ing treatment plans.

 Key Steps for Accepting AYASHCN

As discussed, the adult provider has many mod-
els to facilitate caring for AYASHCN, such as 
creating a transition policy statement, using a 
standardized transition readiness assessment 
tool, communicating and collaborating with 
patients’ pediatric providers, obtaining all neces-
sary medical records, focusing on team based 
care, knowing and utilizing care coordinators and 
local resources, setting goals with the patient/
family, and maintaining a continuously updated 

individualized comprehensive health-care plan 
[15, 22]. The Six Core Elements of Transition is 
one commonly used structure (see Chap. 1). 
These and other topics will be further expanded 
upon in Chap. 17.

Other models of facilitating entry into adult 
care for AYASHCN are discussed elsewhere in 
this textbook (e.g., see Chap. 36). The recogni-
tion of the importance of successful transition 
care has grown. With the implementation of the 
ACA, the Centers for Medicare and Medicaid 
Services (CMS) has implemented an amendment 
to improve transitional care services, which many 
states had adopted by the end of 2015. The ACA 
has also increased attention and focus on 
advanced primary care initiatives, accountable 
care organizations, and additional reimbursement 
for transition-related services [15].

Ideally health-care systems should have dedi-
cated payments to support multidisciplinary 
chronic disease management for AYASHCN [1]. 
Chapters 23–25 address billing and reimburse-
ment for HCT. Additional education, research, 
and health-care reform are essential to support 
adult and pediatric providers participating in tran-
sition care for AYASHCN. Although the best 
methods to support transition are still emerging, 
the continuing medical education resources on the 
“Got Transition” website (gottransition.org) and 
American College of Physicians (ACP) resources 
on caring for adults with child onset conditions 
are helpful to practicing providers and institutions 
who want to implement transition care processes 
or procedures [15]. Though many supports and 
services are already available for providers caring 
for transition patients, additional support from the 
health-care systems level will help transition care 
be an aspect of high- quality primary care that is 
accessible to all AYASCHN.

 Conclusion

As the changing epidemiology of young 
adults with chronic conditions originating in 
childhood continues to progress, the number 
of these individuals surviving into adulthood 
necessitates a reexamination of health-care 
delivery systems and how to provide appro-
priate care. Adult primary care and specialty 
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providers need more education and support to 
care for this growing population. Although 
evidence-based best practices need to be 
established, resources have been developed to 
help adult providers feel more comfortable 
with these patients. With some guidance and 
support to adult providers, the capacity to 
care for young adults with chronic conditions 
originating in childhood will improve, lead-
ing to better health care outcomes for this 
group.

References

 1. American Academy of Pediatrics. Supporting the 
health care transition from adolescence to adulthood in 
the medical home. Pediatrics. 2011;128(1):182–200.

 2. American College Health Association National 
College Health Assessment Reference Group Data 
Assessment Fall. 2009. www.acha-ncha.org/docs/
ACHA-NCHA_Reference_Group_Report_Fall2009.
pdf. Accessed 27 Oct 2017.

 3. American Academy of Pediatrics, American 
Academy of Family Physicians, American College of 
Physicians-American Society of Internal Medicine. 
A consensus statement on health care transitions 
for young adults with special health care needs. 
Pediatrics. 2002;110(6 Pt 2):1304–6.

 4. U.S. Census Bureau, Current population survey, 2013.
 5. Blum RW. Overview of transition issues for youth 

with disabilities. Paediatrician. 1991;18:101–4.
 6. National Survey of Children’s Health. Child and ado-

lescent health measurement initiative. http://child-
healthdata.org/learn/NSCH. Accessed 27 Oct 2017.

 7. Sakakibara H. Transition of women with turner syn-
drome from pediatrics to adult health care: current situa-
tion and associated problems. Front Pediatr. 2017;5:28.

 8. Youth with Special Health Care Needs Receive the 
Services Necessary to Make Transitions to Adult 
Health Care. NS-CSHCN CHARTBOOK 2009- 
2010. Illustrated Findings from the National Survey 
of Children with Special Health Care Needs. mchb.
hrsa.gov/cshcn0910/core/pages/co6/co6tahc.html. 
Accessed 27 Oct 2017.

 9. Gravholt CH, et al. Clinical practice guidelines for 
the care of girls and women with turner syndrome: 
proceedings from the 2016 Cincinnati interna-
tional turner syndrome meeting. Eur J Endocrinol. 
2017;177(3):G1–G70.

 10. Sebastian S, et al. The requirements and barriers to 
successful transition of adolescents with inflam-
matory bowel disease: differing perceptions from a 
survey of adult and paediatric gastroenterologists. J 
Crohn’s Colitis. 2012;6(8):830–44.

 11. Hait EJ, et al. Transition of adolescents with inflam-
matory bowel disease from pediatric to adult care: 
a survey of adult gastroenterologists. J Pediatr 
Gastroenterol Nutr. 2009;48(1):61–5.

 12. Okumura MJ, et al. Comfort of general internists and 
general pediatricians in providing Care for Young 
Adults with chronic illnesses of childhood. J Gen 
Intern Med. 2008;23(10):1621–7.

 13. Trivedi I, Keefer L. The emerging adult with inflam-
matory bowel disease: challenges and recommenda-
tions for the adult gastroenterologist. Gastroenterol 
Res Pract. 2015;2015:260807.

 14. Peter NG, et al. Transition from pediatric to adult 
care: internists' perspectives. Pediatrics. 2009;123(2): 
417–23.

 15. Pilapil M, et al. Care of adults with chronic childhood 
conditions: a practical guide. Alexandria, VA: Society 
of General Internal Medicine; 2016.

 16. United States Census Bureau. Age and sex compo-
sition: 2010. 2010 census briefs. www.census.gov/
prod/cen2010/briefs/c2010br-03.pdf. Accessed 27 
Oct 2017.

 17. The Complexities of Physician Supply and Demand: 
Projections from 2014 to 2025. Association of 
American Medical Colleges. www.aamc.org/down-
load/458082/data/2016_complexities_of_supply_
and_demand_projections.pdf. Accessed 27 Oct 2017.

 18. McLaren S, et al. ‘Talking a different language’: an 
exploration of the influence of organizational cultures 
and working practices on transition from child to 
adult mental health services. BMC Health Serv Res. 
2013;13:254–64.

 19. Arnett JJ. Emerging adulthood. A theory of develop-
ment from the late teens through the twenties. Am 
Psychol. 2000;55(5):469–80.

 20. U.S. Census Bureau. Current population survey. 
1999. www.census.gov/prod/2001pubs/p23-205.pdf. 
Accessed 27 Oct 2017.

 21. Park MJ, et al. The health status of young adults in the 
United States. J Adolesc Health. 2006;39(3):305–17.

 22. Institute of Medicine and National Research Council. 
Investing in the health and well-being of young adults. 
Washington, DC: The National Academies Press; 
2015.

 23. Center for Disease Control. Health, United States, 
2015, with special feature on racial and ethnic health 
disparities. www.cdc.gov/nchs/data/hus/hus15.pdf. 
Accessed 27 Oct 2017.

 24. Halfon N, et al. The handbook of life course health 
development science. New York, NY: Springer 
International Publishing; 2017.

 25. Dummer TJ, et al. Targeting policy for obesity pre-
vention: identifying the critical age for weight gain in 
women. J Obes. 2012;2012:934895.

 26. Hingson RW, et al. Age at drinking onset and alcohol 
dependence: age at onset, duration, and severity. Arch 
Pediatr Adolesc Med. 2006;160(7):739–46.

 27. Hunt S, Sharma N. Pediatric to adult-care transitions 
in childhood-onset chronic disease: hospitalist per-
spectives. J Hosp Med. 2013;8(11):627–30.

7 Healthcare Transition from the Adult Provider’s Perspective

http://www.acha-ncha.org/docs/ACHA-NCHA_Reference_Group_Report_Fall2009.pdf
http://www.acha-ncha.org/docs/ACHA-NCHA_Reference_Group_Report_Fall2009.pdf
http://www.acha-ncha.org/docs/ACHA-NCHA_Reference_Group_Report_Fall2009.pdf
http://childhealthdata.org/learn/NSCH
http://childhealthdata.org/learn/NSCH
http://mchb.hrsa.gov
http://mchb.hrsa.gov
http://www.census.gov/prod/cen2010/briefs/c2010br-03.pdf
http://www.census.gov/prod/cen2010/briefs/c2010br-03.pdf
http://www.aamc.org/download/458082/data/2016_complexities_of_supply_and_demand_projections.pdf
http://www.aamc.org/download/458082/data/2016_complexities_of_supply_and_demand_projections.pdf
http://www.aamc.org/download/458082/data/2016_complexities_of_supply_and_demand_projections.pdf
http://www.census.gov/prod/2001pubs/p23-205.pdf
http://www.cdc.gov/nchs/data/hus/hus15.pdf


74

 28. Bloom SR, et al. Health care transition for youth with 
special health care needs. J Adolesc Health. 2012; 
51:213–9.

 29. Sonneveld HM, et al. Gaps in transitional care: what 
are the perceptions of adolescents, parents and provid-
ers? Child Care Health Dev. 2012;39:69–80.

 30. Defining the Patient Centered Medical Home, U.S. 
Department of Health & Human Services. pcmh.ahrq.
gov/page/defining-pcmh. Accessed 27 Oct 2017.

 31. Ferrante JM, et al. Principles of the patient-centered 
medical home and preventive services delivery. Ann 
Fam Med. 2010;8(2):108–16.

 32. World Health Organization. Innovative care for 
chronic conditions, building blocks for action. http://
www.who.int/chp/knowledge/publications/icccglob-
alreport.pdf. Accessed 27 Oct 2017.

 33. Goldenring JM, Rosen DS. Getting into adolescent 
heads: an essential update. Contemp Pediatr. 2004;21(1): 
64–90.

 34. U.S. Department of Health and Human Services. 
Substance Abuse and Mental Health Services 
Administration. Results from the 2010 National 

Survey on Drug Use and Health: Summary of 
National Findings. www.samhsa.gov/data/sites/
default/files/NSDUHNationalFindingsResults2010-
web/2k10ResultsRev/NSDUHresultsRev2010.pdf. 
Accessed 27 Oct 2017.

 35. Long SK, et al. The health reform monitoring sur-
vey: addressing data gaps to provide timely insights 
into the affordable care act. Health Aff (Millwood). 
2014;33(1):161–7.

 36. Postolowski C, et al. Helping students understand 
health care reform and enroll in health insurance. 2013. 
www.clasp.org/resources-and-publications/files/
ACA-Toolkit_Helping-Students-Understand-Health-
Care-Reform-and-Enroll-in-Health-Insurance.pdf. 
Accessed 27 Oct 2017.

 37. Dauner KN, Thompson J. Young adult’s perspec-
tives on being uninsured and implications for health 
reform. Qual Rep. 2014;19(4):1.

 38. Barr VJ, et al. The expanded chronic care model: an 
integration of concepts and strategies from population 
health promotion and the chronic care model. Hosp Q. 
2003;7(1):73–82.

N. Samras et al.

http://ahrq.gov/page/defining-pcmh
http://ahrq.gov/page/defining-pcmh
http://www.who.int/chp/knowledge/publications/icccglobalreport.pdf
http://www.who.int/chp/knowledge/publications/icccglobalreport.pdf
http://www.who.int/chp/knowledge/publications/icccglobalreport.pdf
http://www.samhsa.gov/data/sites/default/files/NSDUHNationalFindingsResults2010-web/2k10ResultsRev/NSDUHresultsRev2010.pdf
http://www.samhsa.gov/data/sites/default/files/NSDUHNationalFindingsResults2010-web/2k10ResultsRev/NSDUHresultsRev2010.pdf
http://www.samhsa.gov/data/sites/default/files/NSDUHNationalFindingsResults2010-web/2k10ResultsRev/NSDUHresultsRev2010.pdf
http://www.clasp.org/resources-and-publications/files/ACA-Toolkit_Helping-Students-Understand-Health-Care-Reform-and-Enroll-in-Health-Insurance.pdf
http://www.clasp.org/resources-and-publications/files/ACA-Toolkit_Helping-Students-Understand-Health-Care-Reform-and-Enroll-in-Health-Insurance.pdf
http://www.clasp.org/resources-and-publications/files/ACA-Toolkit_Helping-Students-Understand-Health-Care-Reform-and-Enroll-in-Health-Insurance.pdf


75© Springer International Publishing AG, part of Springer Nature 2018 
A. C. Hergenroeder, C. M. Wiemann (eds.), Health Care Transition,  
https://doi.org/10.1007/978-3-319-72868-1_8

Healthcare Insurance Changes 
as Youth Become Young Adults

Beth Sufian, James Passamano, and Amy Sopchak

 Important Issues

 Discuss Changes Before Turning 18

The medical team and the young adult’s family 
may not realize that AYASHCN have limited 
options for access to health insurance. It is 
important to make sure AYASHCN and their 
families receive accurate information regarding 
the law and effective strategies for maintaining 
or obtaining health insurance coverage or gov-
ernment benefits.

Changes to coverage due to age are compli-
cated. The medical team should not expect the 
young adult to navigate the changes alone and 
should include the family in discussions about 
options for health insurance coverage. The medi-
cal team should familiarize itself with the age lim-
its for programs that are available in their state.

 Track Government Program Eligibility 
in the Medical Chart

It is helpful if the pediatric medical team notes in a 
patient’s chart if a young adult receives Supplemental 
Security Income (“SSI”) benefits or is eligible for 
other government programs. This will remind the 
medical team to alert the patient and family before 
eligibility changes occur when the patient turns 
18 years of age.

 Different Eligibility Criteria 
for Different Programs

Different government programs have different eligi-
bility criteria for individuals over the age of 18. For 
example, Social Security benefit eligibility changes 
once a person reaches the age of 18. Many AYASHCN 
lose their SSI benefits because they do not realize that 
they will have to meet a new adult medical eligibility 
standard and different non-medical eligibility criteria 
when they turn 18.

B. Sufian, J.D. (*) • J. Passamano, J.D.  
A. Sopchak, J.D. 
Sufian and Passamano, LLP, Houston, TX, USA
e-mail: bsufian@sufianpassamano.com

8

Disclaimer
The following information is general in nature and is not 
meant to be legal advice. Nothing in this chapter should 
be considered to be legal advice regarding a specific indi-
vidual’s situation.
There is no guarantee that the information in this chapter 
has not changed between the time it was drafted and the 
time the chapter was published. Please check to see if 
laws related to the Affordable Care Act, Medicaid, Social 
Security or COBRA.

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-319-72868-1_8&domain=pdf
mailto:bsufian@sufianpassamano.com


76

In addition, the Supplemental Nutrition Assis-
tance Program (SNAP), which provides food 
stamps, will have different eligibility guide-
lines for persons over the age of 18 as will 
assistance from the Housing and Urban Devel-
opment agency.

 Employer Based Health Insurance

Employer based health insurance policies offer 
an option for coverage if the young adult works 
for an employer who provides coverage. The 
young adult may also have health insurance cov-
erage through a parent or guardian who works 
for an employer who offers health insurance 
coverage.

 Social Security Benefits

 Supplemental Security Income (SSI)

SSI is a program that provides a monthly cash 
benefit and Medicaid coverage. A person must 
meet certain low income and medical require-
ments in order to receive SSI benefits. A child 
must live in a household that meets the SSI low 
income and assets criteria set out by the Social 
Security Administration (SSA) in regulations. 
Once a child turns 18, SSA only considers the 
young adult’s income and assets when determin-
ing if he meets the SSI non-medical criteria.

 Social Security Disability Insurance 
(SSDI)

SSDI provides a monthly benefit and Medicare 
coverage and does not have an asset limit. 
Sometimes AYASHCN transition to adult care 
between the ages of 21 and 26. These adults may 
have worked enough to be eligible for SSDI ben-
efits. If their health requires them to stop work or 
reduce their work hours to part time hours they 
may be eligible for SSDI.

The SSDI applicant or recipient cannot be 
engaged in substantial work activity at the time 

the application for SSA benefits is filed. In 2017, 
an applicant for SSDI benefits cannot be making 
more than $1170 a month from part time work. 
This dollar amount changes each year and is 
$1170 before taxes are taken out of the work 
earnings check. A person who is self-employed 
has a different earnings cut off in order to be eli-
gible for and stay eligible for SSDI benefits.

A person who has never worked will NOT 
be eligible for SSDI benefits. Often people tell 
the young adult that he should enroll in “Full 
Disability benefits”. There is no such thing as 
“Full Disability”. If a young adult has never 
worked he is not eligible for SSDI benefits. The 
Social Security representative checks eligibility 
for both SSI and SSDI and only one application 
needs to be filed.

Medicare coverage begins after receipt of the 
actual SSDI benefit for 24 months plus the 
5 month SSDI waiting period. Medicare will not 
start until 29 full months from the month the per-
son became unable to engage in full time work.

To prevent a lapse of coverage the individual 
can COBRA her employer based insurance for 
29 months until Medicare starts. See COBRA 
section below. A person may also choose to 
purchase an insurance policy on either the Fed-
eral Healthcare Exchange, a state Healthcare 
Exchange, from an insurance agent or directly 
from an insurance company.

 SSA Medical Criteria

A diagnosis of a chronic illness does not automat-
ically make a person eligible for Social Security 
benefits. A person applying for SSI or SSDI ben-
efits must meet certain medical criteria. The med-
ical criteria are called “The Social Security 
Medical Listing”.

 Social Security Medical Listing
Children and adults with chronic illness can 
determine if they meet a Social Security Medical 
Listing by going to www.ssa.gov and looking for 
the SSA Blue Book. The SSA Blue Book lists 
medical conditions and the criteria a person must 
meet for SSA medical eligibility.
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The SSA Medical Listing for children is usu-
ally different from the SSA Medical Listing for 
adults with the same medical condition. This 
means that when a child transitions to adulthood 
at the age of 18 the medical eligibility criteria for 
Social Security benefits may be different than 
when the child first became eligible for benefits. 
Medical criteria for some conditions includes 
things such as how many hospital stays the per-
son had in the year prior to applying for Social 
Security benefits or if the person must use sup-
plemental oxygen or has low lung function.

 Showing Medical Equivalence
An adult who does not meet one of the listed 
medical criteria will have to show that her condi-
tion is as severe as one of the listed criteria. SSA 
assesses whether a person has a certain medical 
condition and also considers the degree of sever-
ity of symptoms.

It has become increasingly difficult to obtain a 
finding of disability by SSA if a person is advo-
cating she meets the SSA medical criteria because 
her condition is as severe as the listed medical 
criteria found in the SSA regulations. Therefore, 
the person will need detailed medical records to 
substantiate her claim.

Many at SSA are skeptical of using one letter 
from a physician as the basis for a finding that the 
person is unable to engage in substantial work 
activity. A letter can be sent to outline how the 
applicant meets the medical criteria but the SSA 
representative or judge will want to see medical 
records for the year prior to applying for 
benefits.

 Medical Records
The SSA will base its decision about medical eli-
gibility on the medical records it receives to sup-
port a finding the person meets the SSA Medical 
Listing for their condition or that their medical 
condition is as severe as the Social Security listed 
medical criteria. Medical records that contain 
information that documents how the young 
adult’s medical limitations prevent engagement 
in full time work are helpful.

Typically the SSA will only consider medical 
records from the year prior to the application 

date. However, there are certain circumstances 
that will result in SSA needing additional medi-
cal records for a longer period of time. The SSA 
will request medical records from medical pro-
viders but often the records are not sent. Many 
advocates suggest the applicant provide medical 
records to SSA. It is helpful to keep a copy of the 
medical records sent to SSA.

If there are obstacles to obtaining medical 
records at certain institutions the medical team 
members can meet with their medical records 
department to determine a system that makes 
medical records available quickly when needed 
for an SSA application or SSA review. Without 
medical records the application for benefits is 
likely to be denied or if SSA is conducting a 
Continuing Disability Review the lack of medical 
records could result in termination of benefits.

 Appealing a Denial of Benefits

If the applicant meets the medical and work require-
ments but his initial application is denied he can file 
an appeal. Filing an appeal allows the applicant to 
accrue benefits while the appeal is pending. A per-
son whose benefits are terminated after a review 
must appeal the termination within 10 days of 
receipt of the notice of termination in order to con-
tinue receiving benefits while the appeal is pending. 
Otherwise, if the person appeals after 10 days but 
before 60 days are up the person can appeal but will 
not receive benefits during the appeal.

 Benefit Review at Age 18

A person who has received SSI benefits as a child 
and then reaches his 18th birthday, will have his 
eligibility reviewed by Social Security.

The young adult will have to show that she 
still meets the SSA medical criteria, income and 
asset requirements at that time. Some families 
receive SSA review paperwork and do not think 
they need to complete it because their child has 
SSI benefits. Failure to complete the SSI 18 year-
old review paperwork will result in termination 
of SSI benefits.
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SSI benefits can provide access to insurance 
coverage for AYASHCN. Access to SSI benefits 
should be protected unless the young adult is able 
to work full time at a job that provides health 
insurance coverage. Loss of SSI benefits can lead 
to loss of Medicaid making it difficult to access 
medical care.

 SSI Issues Specific 
to the Transitioning Adult

 Income Criteria
An adult applying for SSI benefits must meet the 
medical, income and asset criteria. An adult age 
18 or older, will not have his parent’s income and 
assets counted when SSA determines if the appli-
cant meets the SSA income and asset criteria.

During the application process the adult can-
not be engaged in work activity that results in 
earnings that would result in the SSI benefit being 
zero.

In most cases, for every $2 a person makes 
from work activity $1 is deducted from the SSI 
benefit amount. If work earnings result in the SSI 
check being reduced to zero in one month then 
the person will lose his SSI and lose his Medicaid. 
The fact the person will not have access to health 
insurance coverage does NOT mean the Medicaid 
coverage will continue. The Medicaid coverage 
stops if the SSI stops. In 31 states the person may 
apply for Medicaid separately but in 19 states 
there will be no way the young adult can obtain 
Medicaid coverage.

Case Example
Max works part time and makes $300 in one 
month, Max’s SSI check will be reduced by $150 
dollars. If Max is enrolled in a SSI-related work 
program then his SSI benefit may not be reduced.

 SSI Work Programs
SSI has two work programs that may allow the 
SSI recipient to work and not loose SSI or 
Medicaid. The PASS program allows the SSI 
recipient to save money for a work goal. The 
PASS program requires the SSI recipient meet 
with an SSA representative and come up with a 

written plan for what will be done with the money 
saved.

The other SSI work program is called Section 
1619b which allows the SSI recipient to work 
and make a certain amount of money and still 
keep Medicaid but stop receiving the SSI monthly 
cash benefit. SSA representatives will have more 
information on these programs.

 Household Expense Deduction
When the transitioning young adult with chronic 
illness lives with her parents, the amount of money 
the parents are contributing to the support of the 
young adult will be counted by SSA as income to 
the adult. Without an agreement to pay her portion 
of household expenses, the SSI benefit will be 
reduced by one third to account for parental sup-
port. If another family member or a boyfriend or 
girlfriend is paying for household expenses then 
the SSI benefit will also be reduced by one third to 
account for the support.

However, if the adult who is applying for SSI 
benefits has a valid written agreement to pay her 
share of household expenses, there should not be 
a reduction in the SSI benefit amount. The writ-
ten agreement is submitted to the SSA when the 
application for benefits is submitted. The written 
agreement must contain specific language in 
order for the agreement to be valid. An applicant 
can discuss the elements of a valid loan agree-
ment with a SSA representative.

 Eligible for Both SSDI and SSI

Some AYASHCN may have worked a short 
amount of time before becoming unable to work 
and may be eligible for a small SSDI benefit. 
These individuals are often called “Dual Eligibles”. 
The SSI benefit amount will be reduced by the 
SSDI benefit amount received.

Case Example
Isabella is eligible to receive an SSDI benefit of 
$200 and so can also receive an SSI benefit of 
$530. The 2017 SSI base benefit amount is $730. 
A small number of states supplement the base 
SSI amount with state funds so the monthly SSI 
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amount is higher. Dual Eligibles will be eligible 
for SSDI and Medicare after meeting a 24 month 
waiting period for Medicare. The Dual Eligible 
recipient will also be eligible for SSI benefits and 
so will receive Medicaid coverage upon approval 
for the SSI program.

 Medicaid Eligibility

 Children and Medicaid

In most states, children under the age of 18 who 
live in a household that meets certain low income 
guidelines may be eligible for Medicaid even if 
the child is not eligible for SSI. Many children 
who have a chronic illness rely on Medicaid for 
the provision of health insurance coverage.

 SSI Benefits and Medicaid Coverage

In 39 states, SSI benefit approval automatically 
qualifies a child or adult for Medicaid coverage. 
In 11 states, once the SSI application has been 
approved, a separate application for Medicaid 
must be filed. The 11 states that require a separate 
application are: Connecticut, Hawaii, Illinois, 
Indiana, Minnesota, Missouri, New Hampshire, 
North Dakota, Ohio, Oklahoma and Virginia. 
Notice of SSI approval in these 11 states will 
instruct the SSI recipient on where to file the 
Medicaid application.

 Assessing Young Adult Need  
for Medicaid

The medical team should start discussing other 
health insurance options with the family and the 
young adult at least 3 months before the 18th 
birthday.

 Adult Eligibility for Medicaid

Once the child turns 18 she may be eligible for 
Medicaid as a low income adult if she lives in one 

of the 31 states that expanded Medicaid coverage 
under the ACA. However, if she lives in one of the 
19 states that did not expand Medicaid to low 
income adults then she will have to receive SSI 
benefits in order to obtain Medicaid coverage. 
Search for “Medicaid Expansion” to see if a spe-
cific state has expanded Medicaid. Table 8.1 lists 
those AYASHCN who health care providers should 
be concerned about in terms of losing coverage.

There are efforts in Congress to end the 
Medicaid expansion for low income adults. The 
outcome of this effort is unknown at the time of 
publication. Medical teams, AYASHCN and their 
families should follow the news regarding efforts 
to repeal the ACA which includes ending the 
ACA Medicaid Expansion.

 State Programs1,2

 Children with Special Healthcare 
Needs Programs (CSHCN)3

CSHCN state programs offer health insurance to 
children that have certain medical conditions. 
These programs have higher income eligibility 
guidelines than Medicaid and tend to be a payor 
of last resort. In some states CSHCN programs 
may provide insurance coverage to some transi-
tioning AYASHCN.

Often there are waiting lists for CSHCN. The 
medical team should determine if there is a 
waiting list for CSHCN in their state. In some 
states it could be years before the young adult 
could become eligible for CSHCN due to long 
waiting lists.

1 42 U.S.C. 423.
2 42 U.S.C. 1382.
3 42 U.S.C.701 (a)(1)(D).

Table 8.1 The medical team should be concerned about 
the following AYASHCN who

Has a chronic illness

Has Medicaid

Does not have SSI

Lives in a state that has not expanded Medicaid to low 
income adults
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 State Children’s Health Insurance 
Program4

The State Children’s Health Insurance Program 
(SCHIP) provides Medicaid coverage to children 
whose household income exceeds the Medicaid 
guidelines. Coverage under SCHIP is limited to 
children under the age of 18 (or in some states 
under 19). AYASHCN should determine what 
type of health insurance coverage will be avail-
able to them before SCHIP coverage ends.

 The Affordable Care Act

At the time of publication of this chapter, the 
Affordable Care Act (ACA) offers the option of pur-
chasing health insurance coverage on a Healthcare 
Exchange and the possibility of obtaining premium 
subsidies to help with the cost of the health insur-
ance policy.

Individuals with disabilities may be able to 
work full time. Some may find that their employer 
offers health insurance to employees. Under the 
ACA and the Health Insurance Portability and 
Accountability Act (HIPAA) the person cannot 
be excluded from coverage. Under HIPAA if the 
employer offers health insurance to employees 
then the employer must offer the insurance to all 
employees. If the employer does not offer insur-
ance coverage then the person can purchase cov-
erage on the ACA Healthcare Exchange which 
can be found at www.healthcare.gov.

 Pre-Existing Condition Clauses5

The ACA abolished pre-existing condition 
clauses in health insurance policies sold in the 
United States. Prior to the ACA pre-existing con-
dition clauses were used to deny coverage for an 
individual health insurance policy if the applicant 
had expenses related to a health condition that 
was treated or diagnosed within 6 months prior to 
enrollment on the policy.

4 42 U.S.C. 1397bb.
5 42 U.S.C. 1181.

As long as the mandates of the ACA are in 
effect a person cannot be denied the ability to 
purchase a health insurance policy due to a pre-
existing condition.

 Limiting Age of 26

The ACA provides that all dependents must be 
allowed to stay on their parent’s health insurance 
policy until the dependent reaches the age of 
26 years old.

The dependent child can be married or 
employed and still continue on their parents health 
insurance policy. Age is the governing factor not 
being a full time student. There is no requirement 
that the child be receiving Social Security benefits 
in order to continue until the age of 26 as a cov-
ered dependent.

 Caps on Coverage

The ACA prohibits individual and group health 
plans from placing a lifetime limit on the aggre-
gate dollar value of coverage and placing annual 
limits on overall plan coverage. Insurers can still 
exclude certain services from coverage or place a 
limit on the amount the insurer will pay for a cer-
tain service. There are 45 services that are con-
sidered essential services under the ACA and 
these services cannot be limited or excluded 
under a health insurance plan.

 Health Insurance Exchanges

A Health Insurance Exchange is a government 
operated internet site that offers eligible health 
insurance plans in the state where the citizen 
resides. A Health Insurance Exchange can offer 
health insurance plans to small businesses. There 
is a federal Health Insurance Exchange website 
www.healthcare.gov. A few states operate their 
own Healthcare Exchanges.

A person is not required to purchase a health 
insurance plan through a Healthcare Exchange 
but in order to receive a government subsidy to 
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help pay for health insurance premiums the  
policy must be purchased through a Healthcare 
Exchange. The Healthcare Exchange will have 
an income and family size calculator to deter-
mine the amount of premium subsidy a person 
will receive.

 Special Enrollment Period

A person can enroll outside the open enroll-
ment period if she had health insurance cover-
age during the Healthcare Exchange open 
enrollment period but had a change in circum-
stance after the close of the open enrollment 
period. Typical changes in circumstances that 
will allow a person a special enrollment period 
and the opportunity to purchase a health insur-
ance policy on a Healthcare Exchange are listed 
in Table 8.2.

 State Insurance Law: Continued 
Coverage if Child Is Incapable 
of Self Support

According to the mandates of the ACA, private 
health insurance policies only have to provide 
coverage for dependent children up to their 26th 
birthday.

AYASHCN who reach the age of 26 may qual-
ify for an extension of benefits under a state law 
that provides for a continuation of coverage if the 
dependent child is incapable of self-support due 
to a mental or physical condition. After proof  
is submitted to the insurance company that pro-
vides evidence the dependent child is incapable 
of self-support, the health insurance coverage  
is extended until the dependent is able to 
self-support.

If the employer is contributing to premium 
payments the employer will typically be required 
to continue to contribute to premium payments.

Case Example
Jacquie is covered under her mother’s employer 
based policy. The mother contributes $100 toward 
the premium and her employer pays the other $400. 
Jacquie turns 26 and reaches the limiting age on the 
policy. Jacquie’s treating physician certifies in writ-
ing that she is incapable of self-support due to her 
chronic condition. The employer will then continue 
to pay the $400 portion of the premium.

The following states do not have a state law 
that extends coverage to AYASHCN incapable of 
self-support: Alabama, Alaska, Kansas, Maine, 
Oklahoma and Oregon. Sometimes insurance 
companies in these states may offer an extension 
of coverage for a dependent who is incapable of 
self-support due to a physical or mental condition 
but in these states there is no legal duty to do so.

Table 8.3 lists steps typically taken in order to 
apply for an extension of benefits due to inability 

Table 8.2 Changes in circumstances that will allow a 
special enrollment period for purchasing a health insur-
ance policy on a Healthcare Exchange

Moving to another state

A change in income

A loss of health insurance

A change in family size

Table 8.3 Steps to apply for an extension of benefits due 
to the inability to self-support

  1.  Obtain a form from the health insurance 
company prior to the young adult reaching the 
limiting age on the policy.

  2.  The treating physician must certify in writing 
that the young adult is incapable of self-support 
due to their medical condition.

  3.  The insurance company can request 
information about income the young adult has 
earned from work activity.

  4.  The young adult who makes enough money 
from work activity to support himself will most 
likely not be able to extend coverage under his 
parent’s policy.

  5.  Some state laws allow an insurance company to 
determine the amount a person can make that 
will be considered self-support based on cost of 
living in the state. Most state laws do not have 
dollar limit to be considered a person who is 
incapable of self-support.

  6.  The insurance company can require 
re-certification every year showing the young 
adult is still unable to self-support due to 
medical condition and has not made enough 
money in the prior year to self-support.

  7. The young adult must be unmarried.
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to self-support. A young adult who is not eligible 
for an extension of coverage based on his inabil-
ity to self-support can extend coverage under 
COBRA for 36 months. However, under COBRA, 
the policyholder must pay the full premium 
amount. See Section below on COBRA.

 COBRA Extension of Benefits6

For employers with 20 or more employees, the 
Consolidated Omnibus Budget Reconciliation Act 
of 1985 (COBRA) provides a continuation of 
health insurance coverage if a qualifying event 
takes place. The coverage under the policy remains 
the same. The COBRA extension period varies 
depending on the qualifying event. Examples of 
qualifying events and the duration of extended 
coverage are in Table 8.4, above.

Under COBRA the employee pays the full 
premium. It is a good idea to save money in 
the event coverage must be extended under 
COBRA. COBRA sets out certain time limits for 
notice and enrollment.

The employer has up to 14 days after employee 
notifies employer of a qualifying event to provide 
a COBRA election notice. The employee then has 
60 days to decide whether to elect COBRA con-
tinuation coverage. The employee has 45 days 
after the day of the COBRA election to pay the 
initial premium. Failure to pay the premium results 
in cancellation of the policy with no possibility of 

6 26 U.S.C. 54.4980B-0.

reinstatement. COBRA can provide a way to con-
tinue good insurance coverage.

 Conclusion

Transitioning AYASHCN face many chal-
lenges when determining how to best access 
health insurance coverage to cover medical 
treatment and medications. Knowledge of the 
choices and planning for changes in coverage 
due to reaching a limiting age for Medicaid 
coverage or private health insurance is crucial 
to make sure that AYASHCN have access to 
coverage for treatment.

The ACA has provided coverage and peace 
of mind to AYASHCN and their family mem-
bers. At the time of publication it is unclear 
whether Congress will repeal the ACA and its 
mandates for access to health coverage for all 
Americans. If the ACA is repealed access to 
health insurance coverage will be difficult. 
AYASHCN will have to carefully plan their 
life choices so that they are sure they have 
access to health insurance coverage.

Hopefully Congress will take steps to 
strengthen the ACA and continue to provide 
funds for Medicaid. A variety of health cover-
age options allows AYASHCN who are transi-
tioning to adult care with more choices for 
their future.

Additional Resource

• To obtain your state’s Department of Insurance 
contact information go to www.naic.org/
state_web_map.htm.

• To review policies offered on the Healthcare 
Exchange go to www.healthcare.gov

• The Social Security Administration’s website 
has information on the different SSA programs 
and application procedures at www.ssa.gov.

• To request a phone interview to apply for 
Social Security benefits call SSA at 1-800-
772-1213. An application may also be com-
pleted on line at www.ssa.gov or at a local 
Social Security office but only for those apply-
ing for Social Security Disability Insurance 
benefits.

Table 8.4 Examples of COBRA qualifying events and 
the duration of the extension period

Qualifying Event
Duration of Extension 
Period

Termination, resignation or 
layoff

18 months

Death of policyholder 36 months

Divorce or separation from 
policyholder

36 months

Adult becomes eligible for 
SSDI benefits

29 months

Child reaches a limiting age 
under the policy

36 months
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• A list of the SSA medical criteria can be 
found at www.ssa.gov/disability/profession-
als/bluebook.

• For a list of Medicaid eligibility income guide-
lines by state go to http://www.statehealthfacts.
org/comparetable.jsp? ind = 203&cat = 4

• For more information about each state’s 
SCHIP program please visit http://www.
insurekidsnow.gov

• The Department of Labor has information on 
COBRA at www.dol.gov/ebsa/faqs/faq_con-
sumer_cobra.html
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Establishing the Administrative 
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for a Healthcare Transition 
Program
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Healthcare transition (HCT) programs are 
designed to create processes to guide the  progress 
and movement of youth from pediatric to adult 
healthcare. When individuals work to establish a 
transition program regardless of the scope or 
size, attention must be paid to the design and 
accuracy in the implementation of the model, as 
well as the subsequent performance of the model 
to deliver efficacy in its outcomes. If we wish to 
implement a transition program with desired out-
comes and fidelity to a specific model, then a sys-
tematic approach to development, growth, and 
sustainability of the program is critical. Longer-
range multifaceted strategies and plans are neces-
sary. Implementation science (IS)  can be a useful 
approach to study the methods to promote inte-
gration of transition evidence into healthcare 
practice. Logic models create a clear visual rep-
resentation of the intervention and evaluation 
plans and the relationships among the available 
resources, the planned activities, programmatic 
aims, and intended outcomes. Figure 9.1 creates 
the skeleton for building out a visual representa-
tion of a program [1].

The six stages of IS are described as explora-
tion and adoption, installation, initial implemen-
tation, full operation, innovation, and 
sustainability (see Fig. 9.2) [2]. We will use the 
visual framework of IS and a logic model to dis-
cuss an organized approach in the development 
of an administrative structure for transition 
programs.

Case Vignette

Joy is a 22-year-old female with a history 
of lumbosacral myelomeningocele who  
presents to the children’s hospital emergency 
room for symptoms of a urinary tract infec-
tion. She is unable to tell you her urologist’s 
name or follow-up plan. She has a small 
pressure ulcer on one heel and states her 
wheelchair needs some repairs. Your insti-
tution’s pediatric multidisciplinary spina 
bifida clinic has created an upper age limit 
of 21 for pediatric care. When you review 
the last clinic note, it mentions transitioning 
to adult care without specific plans. When 
you ask about primary care, she says she 
has not seen her pediatrician in 3 years. You 
call the pediatric urology team to schedule 
follow-up and are told she is too old for 
their clinic. You wonder what can be done 
at your institution to improve the transition 
of care for the growing number of young 
adults with chronic conditions who are still 
receiving intermittent services.
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Exploration is the process of identifying the 
need for an intervention, assessing the proposed 
innovation, and examining its potential fit within 
the system. Readiness factors that are key include 
the system’s motivation for change, resources, 
and organizational climate. Logic model contri-
butions during this stage should yield a summary 
of the input and impact strategies. In these early 
stages of design and development, we will dis-
cuss three components: assessment, marshaling, 
and then feasibility [3].

Initial assessment requires that planners look at 
the institutional current state and its surrounding 
environment. The following list of items may be 
used to help in organizing your approach: the peo-
ple to be served, the nature of the service, the 
potential variability or distortions to the service, 
controllability of the process, cost, personnel, space 
and equipment, intersecting agencies, local and 
central government, private sector, special interest 
groups, and the media [4]. One can consider explor-
ing the three concentric circles of the setting and 
environment: those of the core program, the organi-
zation, and surrounding influential components [2]. 
This could include assessing the key personnel’s 
skills or training needs (core components), under-
standing the institution’s strategic plan or stated 
goals and priorities (organizational components), 

and reviewing state Title V priorities or state and 
federal funding initiatives (influence factors). It is 
important at this early stage of planning to consider 
the staff time and support needed to complete a 
needs assessment and evaluate the organization and 
community’s readiness for change and identify 
funding streams to support this initial work.

The marshaling of interest must focus on the 
readiness of the organization and/or community 
to move forward with the work. No community, 
regardless of its size, has an easy time imple-
menting a program to address a complicated 
issue like the pediatric to adult HCT. Testing of 
an organization’s readiness to institute an innova-
tion can begin first with asking questions and col-
lecting descriptive data including critical 
incidents related to the topic of concern. It is per-
tinent to perform a review of what related or 
complementary HCT programs already exist. 
Also consider processes, activities, or policies 
which impact transition. Sometimes the potential 
of these complementary programs or processes to 
support HCT to adult care may only be recog-
nized by those doing the assessment but may pro-
vide important insight into the organization’s 
readiness and potential key collaborators. It is 
also valuable to map out a list of possible useable 
resources and funding for the program.

Logic Model Template

INPUT/
RESOURCES

ACTIVITIES IMPACT/ AIMS

Funding,
personnel,
equipment,

supplies

Processes of
program, i.e.

transition services
to be delivered

Process
measures, i.e.

number of
patients served

Performance measures:
Short term, i.e. patients
have transition planning /
intermediate term, i.e.
transition completion for

patients served

Long term
outcomes, i.e.
improved health

indicators in young
adults with chronic

illness

OUTCOMESOUTPUT

Fig. 9.1 Logic model template

Exploration
& Adoption

Installation
Initial

Implementation
Full

operation
Innovation Sustainability

2-4 years

Fig. 9.2 Stages of implementation science
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Large organizations are complex with many 
goals, which at times can be conflicting. 
Nonaligned leadership priorities are an issue that 
can stand in the way of successful implementa-
tion of worthwhile and valuable programs [5]. 
Considering the issues which are most important 
to the host organization as well as to the potential 
funders plays a significant role in fostering insti-
tutional support and shaping the discussions of 
planning, preparation, and first steps of initiation. 
A children’s hospital’s interest or need for pro-
gram development could be focused on the desire 
to decrease the number of adults admitted to their 
facility in order to maintain room for pediatric 
patients. Alternatively, the institution may be 
more focused on the need to develop policies and 
procedures to share the care of subpopulations of 
young adults between a combination of both 
adult and pediatric providers. State Title V agen-
cies may wish to improve their performance on 
transition statewide across all youth as one of 
their national performance measures. Adult 
health systems may be focused on capturing 
more covered lives for their accountable care 
organizations by moving aging youth into their 
practices.

Local contextual conditions about the patients 
and families to be served shape the planning for 
complex healthcare interventions. Features 
which can have impact range from demographics 
(age range of transferring youth, diagnostic mix) 
and socioeconomic indicators (ethnicity, family 
constituency, urban vs. rural residence, income 
level) to current level of utilization of community 
resources. If the health system already has an 
understanding of the patients they serve, then 
operationalizing changes becomes easier. In large 
organizations, this awareness may be quite vari-
able between leaders, sections of service deliv-
ery, and even at the level of individual providers 
and other personnel, resulting in different view-
points that will alter the needed work in aligning 
and marshaling support for program 
development.

Key informants provide the necessary infor-
mation to assess and propel forward the commu-
nity readiness. They are persons who are likely to 
know about the problem or issue of concern, but 

not necessarily leaders or decision-makers. Seek 
those who have community knowledge of current 
efforts and the problem (barriers and gaps in tran-
sition). Think inclusively about how to include 
the appropriate leadership (appointed leaders and 
influential community members). Input from 
youth, young adults, and families is critical to 
understanding the experience of service recipi-
ents in healthcare transition [6]. While national 
data comparisons are useful, demonstrating the 
alignment or disparity through these consumers’ 
local experiences can be illuminating for the 
development of transition services in their spe-
cific environment. When collecting a transition 
working group, attention should be given to the 
range of potential constituents and stakeholders. 
Table 9.1 demonstrates a group representative of 
the different perspectives collected for the pro-
gram design to address HCT of youth with epi-
lepsy [7].

Effective planning requires an analysis that 
takes into account issues which will both help 
and hinder the forward progress. A SWOT 
(Strengths, Weaknesses, Opportunities, Threats) 
analysis is a strategic planning tool to sort the 
information into factors which could positively 
or negatively affect the project [8]. It synthesizes 
the current state and environmental scan into cat-
egories of internal organizational strengths and 

Table 9.1 Multidisciplinary transition working group 
representing perspectives for youth with epilepsy

  • Pediatric and adult epileptologists

  • Psychiatrists

  • Academic and community family doctors

  • Community neurologists

  •  Pediatric and adult epilepsy programs nurses and 
social workers

  • Adolescent medicine physicians

  •  Complex care team of physicians, nurses, and 
social workers

  • Lawyer

  • Occupational therapist

  • Community epilepsy agencies

  • Patients with epilepsy

  •  Parents of patients with epilepsy and severe 
intellectual disability

  • Project managers
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weakness and external community opportunities 
and threats and promotes a more comprehensive 
understanding of the current state. The internal 
factors of strengths and weaknesses typically 
encompass finances, facilities, and equipment, 
manpower and current processes. The external 
factors of opportunities and threats take into 
account economic, environmental, political 
trends, and regulations. Table 9.2 is a SWOT 
example from an osteogenesis imperfecta transi-
tion program analysis [9].

Attitudes, resources, and political climate 
vary across communities, as do stages of readi-
ness to take on a new innovation such as transi-
tion services. Consensus and support can evolve 
once there is adequate forward momentum. 
Community/institutional readiness has interest-
ing parallels to the individual stages of behavior 
change model of Prochaska and DiClemente. The 
first stages in the community readiness model are 
no awareness, denial, and vague awareness [10]. 
Just as strategies to address individual person’s 
readiness for change vary, so do the strategies to 
address the varying stages of community readi-
ness. The act of conducting a community readi-
ness assessment has been shown to improve 
awareness of the issue in leaders and stakehold-
ers. Ongoing exposure of a community to a pro-
gram also tends to increase in the community 
readiness at a stepwise and somewhat predictable 
rate [11]. If the community is not yet ready for 
planning, then corrective work must first be 
accomplished. When the predominant stage of 
readiness is “no awareness,” then individual 
meetings to provide information to leaders and 
community members is an appropriate approach. 
Clear information about local examples and inci-
dents can address denial. Advertising and surveys 
can advance a community’s belief that they can 
do something about the issue during the “vague 
awareness” stage. During “preplanning,” devel-
opers might use targeted further education of 
organizational and community leaders and focus 
group to begin to outline concrete ideas and 
potential strategies. Information from outside 
sources should be sought to support this strate-
gizing. The American Academy of Pediatrics, 
American Academy of Family Physicians, and 

American College of Physicians have created and 
updated consensus documents and recommenda-
tions for transition [12]. The American College 
of Physicians’ Council of Subspecialty Societies 
initiated a project to develop specialized toolkits 
to facilitate more effective transition and transfer 
of young adults into the adult healthcare setting 
[13]. This work has been performed in collabora-
tion with Got Transition (GT)/Center for Health 
Care Transition Improvement [14], a cooperative 
agreement between the Maternal and Child 
Health Bureau and the National Alliance to 
Advance Adolescent Health, Society of General 
Internal Medicine (SGIM), and Society of 
Adolescent Health and Medicine (SAHM).

Installation prepares the new program prior 
to actually beginning the delivery of patient ser-
vices with attention given to budgets, human 
resources, facilities, and policies. Preparation 
provides the existing data, such as specific statis-
tics and costs to the system/organization that 
would be associated with both maintenance of 

Table 9.2 Sample SWOT analysis

Strengths

  •  Program closely linked to care coordination,  
led by interprofessional team

  •  Transition definition included pediatric to adult 
medical care, school to work, and dependent to 
independent living

  •  Allowed time to assess patient readiness up to 
age 21

  •  Monitoring of program and collection of 
evaluative data

Weaknesses

  •  Institutional changes, i.e., more diagnostic 
focused, new EHR, and reduced transition focus

  •  Conflict between recruitment into transition 
program and research participation

  •  Insufficient transition tools and gaps in 
implementation

Opportunities

  •  Multisite transition model employing cross-site 
pediatrics to adult system personnel

  •  User evaluations, including second-generation 
users

Threats

  • Dissatisfaction of adult hospital care team

  •  Patient dissatisfaction with changes in service 
delivery between adult and pediatric sites
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the current state and anticipated results of enact-
ing the innovation. Key elements that may be 
designed to support an effective transition to 
adult-centered healthcare have been described to 
include the means to provide preparation of 
involved parties, support flexible timing, utilize 
care coordination and/or transition clinic visits, 
and engage interested adult-centered healthcare 
providers. Mentors and peer groups are also 
noted as potential strengths [15]. Additional ele-
ments required should be based on the local 
needs assessment and program’s stated goals. 
Influential leaders can help with generating fur-
ther awareness and support via organized educa-
tion and advocacy, i.e., grand rounds and 
stakeholder retreats. During this phase, the analy-
sis of feasibility is critical to verify that the insti-
tution has the necessary infrastructure to support 
and sustain whatever model of program is form-
ing within the delineated strategic plan. The logic 
model focuses on the specific design of activities 
and their intended outputs and outcomes. There 
is not yet a consensus unifying model of transi-
tion care that can be recommended for adoption. 
Rather the design should reflect national princi-
ples and the locally desired aims and intended 
impact through application of the local existing 
and intended inputs and resources. The complex-
ity of the whole process of pediatric to young 
adult transition demands system-level solutions. 
As in all transfers of care, providers need to align 
across multiple settings, collaboration needs to 
occur across various sectors and systems, and 
facilitated communication (including record 
sharing) is required. In most settings, capacity 
building is also necessary for successful 
 programs. Therefore it is essential that the goals 
and objectives of the transition program are 
clearly stated prior to or as this discussion of 
activities and needed inputs occurs. There will 
likely need to be prioritization of objectives and 
intended outcomes to be able to prioritize essen-
tial resources during the initial piloting phase.

Transition system design calls for a new, flex-
ible approach to funding [16]. Budgets can poten-
tially have income from multiple funding sources 
across the spectrum of federal, state, and local 
government programs and contracts, foundation 

grants, healthcare payers special programs, tradi-
tional billing for services at the individual patient 
level, healthcare or academic institution initia-
tives, and/or community organizations. When 
approaching funders, the planners should be 
ready to discuss the needed resources to accom-
plish specific objectives while paying attention to 
aligning these proposals with the funder’s mis-
sion and goals. Once again, the logic model is a 
succinct and effective tool to use in presentations. 
Funders desire clarity around what the funds 
would be purchasing, i.e., specific benefits and 
how outcomes and progress will be measured. 
Funders typically expect an appraisal of specific 
sustainability designs as they consider approving 
use of their money for a proposal [17].

Governmental initiatives are one important and 
viable option. Internationally, Australia in 2008 
and England in 2008 created governmental transi-
tion strategies for youth with disabilities. Both 
countries acknowledged the need for specific 
funding for at least the piloting of programs and 
noted that episode-based funding was less likely to 
promote ongoing program success. Both also 
highlighted the need for cross-sectoral collabora-
tion beyond the health system to also incorporate 
both education and social services, especially for 
youth with complex conditions [13].

In the United States, the Maternal and Child 
Health (MCH) Title V Program has a history of 
calling for programs for pediatric to adult transi-
tion. MCH initiated a major transformation pro-
cess over the past few years in which transition is 
one of their national performance measures. In 
2017, a total of 32 state Title V agencies selected 
the delivery of services necessary for youth to 
make transitions to adult care as one of their 
focused goals. MCH has adopted a measurement 
framework that involves key stakeholders, 
including youth, young adults, and parents/care-
givers as well as pediatric and adult clinicians, 
healthcare plans and payers, and public health 
programs [18]. Almost two-thirds of state Title 
V programs (20 of 32) reported participating in 
interagency efforts. Numerous agencies or 
departments were participating in state collabo-
rations, including education, developmental 
disability, rehabilitation, behavioral health, 
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Medicaid, and Social Security Administration 
offices.

The U.S. Cystic Fibrosis Foundation is a per-
tinent example of a funding organization which 
has been proactive in addressing HCT. They cre-
ated organizational incentives to urge institutions 
to better prepare for the increasing numbers of 
young adults in need of specialized adult- oriented 
care. They created specialized clinical fellow-
ships for physician providers and mandated 
establishment of adult programs [19].

Healthcare insurance payments can come in 
the form of special payer programs or at the level 
of billing for health-related services to individual 
patients. Provider payment models for care coor-
dination, population health, and other services 
vary by level of implementation nationally. HCT, 
particularly for those patients with more com-
plexity, can be seen as a subtype of population 
health and care coordination programs. Health-
based risk adjustment capitated payment models 
may be preferred to any existing fee-for- service 
models in supporting care coordination [20] (see 
Chaps. 23 and 24). However, there are still lim-
ited existing analyses for capitated payments as 
they relate to the transition of youth or young 
adults with special healthcare needs. A number 
of institutions have created smaller pilot pro-
grams using department or institutional funds to 
test transition service delivery models.

Beyond finances, resources include aspects of 
the project which are available and dedicated to 
or used by the program. They include human 
resources and talent (e.g., administrative and pro-
gram staff, parents, peers, etc.), organizational 
tools (e.g., committees, board members, elec-
tronic health records, data collection and tracking 
tools, etc.), community contributions (e.g., part-
nerships, business volunteers, workshops, etc.), 
and supplies (e.g., equipment, office space, books 
and materials, transportation, etc.). From a logic 
model perspective, activities are what the pro-
gram does with the resources that are an inten-
tional part of the program. The goals of the 
program should direct the activities, which then 
suggest the needed staff and other resources.

Details of transition program activities include 
decisions which run across a number of domains: 

format, setting, periodicity, patient inclusion, and 
so forth. Programs can focus on activities such as 
self-management preparation, acclimation of 
youth and caregivers to adult care models, cre-
ation of networks across pediatric and adult 
health systems, methods to navigate the transfer, 
and/or interactive means of communication of 
health information. Programs can be seated 
within a single primary care practice, a specific 
diagnosis-based subspecialty, a multispecialty 
program, a hospital/health system, or within a 
state program. Many transition pilots create pro-
cesses which are more comprehensive beyond 
just a healthcare focus. Chronologically young 
adults face accompanying life transitions from 
school to work and family to independent living. 
Programs can be housed in health systems or 
government-based settings, i.e., Medicaid or 
Title V, or even community-based advocacy 
groups such as in a parent-to-parent network and 
center for independent living or as a vocational 
rehabilitation service.

Categorizing patients into their complexity of 
needs may be one way to help determine setting, 
as well as resource needs. The primary and/or 
shared ownership of the transition process may 
occur in the primary care medical home team for 
teens who have no specific chronic health condi-
tions. They need help with a summary of their 
history, transfer to an adult provider, and continu-
ation of their healthcare financing, as well as 
basic skills to take care of their own health and to 
navigate the health system when they need epi-
sodic care. Those youth with a single chronic 
condition diagnosis may most effectively receive 
services through either their primary care or prin-
ciple specialist. They need to address all the same 
issues as their peers without chronic conditions, 
but they also may need more information about 
their specific condition and treatment, how to 
maintain surveillance over their current state of 
health and potential changes in their health and 
skills in system navigation that are further 
expanded. Those youth with medical complexity 
and multiple conditions are the group most likely 
to need a more expanded approach to preparation 
and planning, perhaps with specially tailored 
transition navigators and coordinators and/or 
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multidisciplinary teams. Payer case managers 
could divide patients into their appropriate groups 
for different levels of services. Health systems 
could use navigators and/or care coordinators for 
these different levels of need. In our experience, 
the details of the planned activities and subpopu-
lations of patients are particularly important to 
determining staffing and appropriate setting, as 
the time and skills required for transition plan-
ning activities have not been well-described and 
may require more staff time than typically allo-
cated by other care coordination models.

Crowley provided a systematic review of HCT 
interventions and categorized them as the follow-
ing: directed at the patient (educational programs, 
skills training), staffing (identified transition 
coordinators, joint clinics run by pediatric and 
adult physicians), and service delivery (separate 
young adult clinics, out of hours phone support, 
enhanced follow-up) [21]. Self- management sup-
ports can use creative methods. The Maestro 
Project is an example of self- management pro-
gramming that encourages socialization with 
peers and relationships with health professionals 
by using several methods of service delivery 

including a comprehensive website, a bimonthly 
newsletter, a monthly evening drop-in group, and 
educational events [22]. Personally controlled 
health records (PCHRs) are a type of patient-
controlled electronic application that can sup-
port both monitoring and support systems for 
adolescents who are facing the navigation of 
complex social, developmental, and healthcare 
transitions. An electronic web-based collection 
of a patient’s comprehensive medical history can 
be created to create a portable reference for criti-
cal medical information. It can also be designed 
to include information beyond classic medical 
records with additions such as personal charac-
teristics, real-time patient data entry, and 
exchange with others, used in a way that inte-
grates all this information across sites of care in 
a manner that is readily accessible to and con-
trolled by the individual [23].

The next steps in programmatic installation 
success require getting the transition service pro-
viders into place. Key core components for team 
instillation are (Fig. 9.3) personnel must be well- 
selected, appropriately trained, and regularly 
assessed for adherence to the desired model; the 

Team Evaluations

Ongoing Training &
Development

Program
Evaluations

Orientation
Training

Team Selection

Continuous System
Improvements

Administrative 
Supports

Fig. 9.3 Core 
 components during 
implementation phase [2]
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organizational infrastructure must provide the 
necessary oversight to training and evaluation 
processes; program consumers (i.e., youth and 
families) must be fully involved in the process 
and evaluation; and institutional administration 
and governmental policies need to encourage or 
support the work [2]. Well-designed hiring of 
staff for HCT programs requires attention and 
alignment of the program principles with the 
behavioral and experiential fit of the hires [24]. 
Our experience has been that ideal transition pro-
gram staff are passionate about transition, prefer 
collaborative work, are adaptable to change, and 
enjoy challenges and continuous improvement.

Hiring staff for the first time, at the startup of 
a program, is somewhat different from later fill-
ing of ongoing positions. Experienced and 
mission- driven individuals can help with pro-
gram improvements and evolution. Rationales 
exist which can assist with decisions around the 
type of manpower to seek. A social worker’s 
knowledge of resources and systems and under-
standing of culture, relationships, and family 
dynamics can allow for unique collaboration 
with the healthcare team, family, and commu-
nity supports in transition programs [25]. 
Pediatric nurses have important roles as transi-
tion coordinators, consultants, or direct service 
providers to ensure health-related needs are met 
as relates to continuous healthcare financing and 
services and access to community services and 
health-related adaptations are incorporated into 
day-to-day life [26]. In addition during inpatient 
stays, nurses are likely to have pivotal roles in 
HCT discussions and planning [27]. When care 
involves different medical, social, and psycho-
logical aspects, a transdisciplinary team model 
has potential strengths in transition program 
design for both cross-training potential and 
overlapping of role responsibilities in order to 
provide cohesive and integrated transition ser-
vice plans [28]. Another way to afford cross-
training is through sharing of employees 
between agencies, such as those with needed 
expertise, like MCH Title V programs, centers 
for independent living or parent-to-parent net-
works. When the goal is a shared transition plan 
of care, one can recognize the value in staff who 

represent the following disciplines: patient 
advocates, nursing, medicine, and social work 
[29]. Mental health service providers are another 
key discipline for a number of subgroups of 
patients, i.e., those with or at significant predict-
able risk of mental health service needs. 
Programs tailored for young adults demonstrate 
the importance of employment of staff experi-
enced with this age group, who can focus on 
independent- living skills, age-appropriate social 
skills, relationships and dating, family supports, 
roommates, educational and vocational ser-
vices, and peer specialists [30]. Larger organi-
zations will have specific hiring rules and human 
resources systems while still allowing for inter-
viewing to focus on desired key behavioral 
traits. Skills, personal qualities, commitment to 
or passion for transition, and/or demographic 
characteristics for alignment with population to 
be served may all be factors used in selection.

The training and professional development of 
staff are both an initial and continuous process, 
whether for a program of one staff or a larger team. 
Content areas for a transition program will likely 
include expertise in existing national transition 
toolkits, youth and young adult development, the 
biopsychosocial model of care, family dynamics, 
adherence and motivational counseling, healthcare 
financing, principles of decision- making, activated 
self-advocacy, and health system navigation. Other 
skill sets may be home, community, education, 
and work supports for individuals with special 
needs, quality improvement methods, and research 
data collection and management.

Initial implementation moves all the planning 
into service delivery. It tests the service delivery 
plan against the originally referenced evidence, 
principles, and policies, using process observa-
tions and cycles of improvements. In-service 
training and regular updates are important during 
initiation. Apprenticeships, workshops, and tours 
of collaborating community or government orga-
nizations are all possible orientation methods. 
Particularly when developing novel programs, 
seeking expertise in similarly goaled programs 
may help form a community of professionals 
who can learn together in a learning 
collaborative.
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Program evolution is a necessary component in 
new innovations. Use of evaluation dashboards and 
continuous quality improvement methods are criti-
cal to oversight, feedback, and success. Initial 
design may not hold true in the hands of actual 
users. Patient demographics and needs may lead to 
shifts and modifications in the processes. In one 
program, after the team was hired, policies were 
piloted, and the initial consultative ambulatory 
transition service was launched, it evolved to focus 
more specifically on the needs of youth with sig-
nificant neurocognitive disabilities based on heavy 
utilization of the program by this specific subpopu-
lation. Team members needed skill development in 
service specific to this group of patients. Feedback 
from patients, families, and primary care providers 
helped structure medical summaries for improved 
clarity. Collaborations with community organiza-
tions targeted specific needs of the population 
receiving services. Needs for additional funding 
sources and collaborators were identified given the 
shift in patient characteristics [28].

Quality improvement methodology is essen-
tial at this stage of development to support needed 
adaptations to the service delivery and guide suc-
cessful program evolution. Frameworks such as 
the PDSA (Plan-Do-Study-Act) can be employed 
to encourage regular measurements for tests of 
change and program enhancements. For success-
ful implementation of quality improvement 
work, regular meetings of the staff or others pro-
viding program support are often helpful and can 
ensure fidelity to the proposed service delivery 
model, development of needed changes, and 
assessment of relevant outcomes. Youth and 
 families’ feedback is very important while estab-
lishing programs to better serve them. As much 
as possible, data should be used to drive proposed 
changes or growth in services.

Full implementation takes the new innovation 
and further integrates it across the organization. 
It expands the program to full staffing and full 
patient loads and stabilizes standard practices. It 
is a process which usually takes 2–4 years to 
achieve. During this stage of “stabilization,” 
evaluation data, progress reports, and program 
modifications should be shared locally and dis-
seminated beyond the area of service delivery.

As programs mature, design efficiencies can 
be considered. When in actual performance set-
tings, the appropriate caseloads for team mem-
bers are more realistically refined. The range of 
time to completion of complex tasks can be better 
reviewed. Theories used in program creation may 
or may not hold true and therefore need modifica-
tion or replacement. Over time, the HCT program 
may also experience turnover in staff from initial 
developers to those who are now hired as sustain-
ers. Attention to properly engaging and training 
new hires remains important for program 
fidelity.

There is an obligation across those who work 
in the still evolving field of transition to share 
their work with others for replication, compari-
son, and refinement. Organizations such as the 
International Health Care Transition Research 
Consortium is one such working group, with an 
annual conference and monthly conference calls 
to share emerging and best HCT practices. Peer- 
reviewed submissions are needed in both pediat-
ric and adult care forums to advance the work 
and create more clearly defined standards.

Innovation adapts and adjusts to particulars 
of program expansion while still maintaining suf-
ficient fidelity to the model and originating prin-
ciples. Service agreements, directories, and 
databases evolve during “expansion.” If not 
already systematized, it is preferable that the 
quality of the work and processes now reach 
beyond individually based accountability or 
team-based informal agreements, to systematic 
processes and continuous improvement as the 
main characteristics whereby the transition staff 
learns by evaluating their function, leading to 
improvements, and teamwork provides synergis-
tic value [29].

Upon gaining more experience and skill in 
transition service delivery, teams may find other 
ways to edit and refine use of the electronic health 
record. Recent advancements in technology have 
led to the development of an eHealth Enhanced 
Chronic Care Model which inserts a complete 
feedback loop between the patient and the profes-
sional team [31]. Considerations for transition 
would include how to better use medical summa-
ries and transition assessments and plans, as well 
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as measurement and documentation of transition 
program graduation criteria. Various methods of 
co-management and communication between 
patient and caregivers, primary care, and other 
providers may be trialed and tailored to the prefer-
ences of the different practices [32]. Other educa-
tional tools for youth, families, and providers may 
be developed. External evaluation further fuels 
modifications and improvements. McAnaney used 
a logic model approach (Fig. 9.4) to digest forma-
tive evaluations by consumers and staff of transi-
tion programs [33]. This evaluative approach can 
challenge the staff to look critically and systemati-
cally at their planned work and intended results, 
leading to well-reasoned modifications and 
advancements.

Sustainability requires attention to long-term 
funding, facilities, staff turnover, governance, 
and incorporation in the larger system of care. 
Full program maturation is generally realized 
over 5–10 years. Funding resources should be 
diversified during this “professionalization” 
phase. Expansion may occur beyond the original 
program to new localities. Train the trainer ser-
vices may be used as a way to further export suc-
cessful work. Fixsen recommends that essential 
implementation outcomes are changes in profes-
sionals’ behavior, organizational structure and 
culture, and in relationships with program con-
sumers, stakeholders, and systems partners [2].

Actually reaping the rewards of changing the 
organizational culture to sustain an effective sys-
tem for the transition of youth from pediatric to 
adult services takes time. All three phases of the 

transition chronology must be in place: the 
 preparation for transition, supporting structures 
during transfer, and engagement into adult 
healthcare. The Wall Street Journal Guide to 
Management recommends that successful institu-
tionalization of culture change requires that 
involved parties understand the “why” of the 
change, the resources are appropriately shifted to 
where they are needed, and the providers and 
staff, as well as the institutional leadership, have 
the motivation to want the change [34]. It is criti-
cal that successful pediatric health systems incor-
porate into their mission and culture the concept 
that effective health care transition is the neces-
sary culmination of pediatric care [35].
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 Mobilizing Pediatric Providers

Due to advances in medicine, pharmacology, and 
technology, adolescents and young adults with 
special healthcare needs (AYASHCN) are now 
living into adulthood. Pediatric providers are in 
an important position to guide AYASHCN 
through the transition to adult care. Helping 
youth with their transition to adult care requires 
knowledge of best practices and resources as 
well as commitment from practitioners to facili-
tate healthcare transition (HCT) planning. Got 
Transition has established guidelines for prac-
tices outlining the services they should be pro-

viding to ensure better transitions for their 
patients [1]. These guidelines include elements 
such as identifying patients most in need of sup-
port during their transition, creating medical 
summaries, conducting transition assessments, 
and ensuring a good handoff to their adult coun-
terparts. Providers must have dedicated time to 
learn how to use the guidelines and work with 
patients and families to implement them. In addi-
tion, it takes time to plan practice-specific work-
flows and create useful tools. Mobilizing and 
incentivizing providers to facilitate interest and 
commitment to accomplishing these tasks is 
challenging, but essential.

Through two case examples (one within a 
regional children’s hospital through the establish-
ment of a Chronic Illness Transition Program and 
the other at a state level through a local chapter of 
the American Academy of Pediatrics [AAP]), 
this chapter illustrates pediatric provider roles 
and their importance to HCT processes and 
explores ideas to help motivate and mobilize pro-
viders to engage patients in HCT planning.

Case Example #1: Establishment of a 
Transition Program at a Regional Hospital 
(See Table 10.1)
Organizing a hospital-wide transition program 
and mobilizing providers begins with environ-
mental assessment and information gathering. At 
one tertiary care center, information on the 
importance and process of implementing 
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 transitioning into practice was gathered by a 
small group of champions. These initial champi-
ons were self-motivated providers who embraced 
the topic and were passionate about improving 
care and strengthening pathways to adulthood for 
AYASCHN. Their drive was inspired by profes-
sional and personal experiences. These champi-
ons learned from presentations at the Pediatric 
Academic Societies, the medical literature, site 
visits, and consultations with leaders of estab-
lished programs at other children’s hospitals. One 
of these members reported directly to the hospital 
president and made the case for the importance of 
establishing a transition program as a leading 
children’s hospital. This top executive-level buy-
 in was significant in securing institution endorse-
ment for the program and mobilizing champions 
and leaders for its implementation.

Identification and engagement of a physician 
leader for the transition program was the first 
step in formalizing the program, which was fur-
ther solidified with the appointment of a social 
worker to serve as the transition program coordi-
nator. These were selected by a committee 
through an open application process. Working 
together, the physician leader and transition pro-
gram coordinator have been the driving force 
around broader physician engagement with 
division- specific champions and clinical integra-
tion of the transition program within the medical 
center.

Start-up funding was also essential to launch-
ing the transition program to attract physician 
leaders and support the first phases of practice 
integration. As described above, funding from a 
hospital auxiliary provided the support to pilot 
four initial demonstration projects (in spina 
bifida, nephrology, cardiology, and hepatology). 
These demonstration projects helped to mobilize 

champions in each of the aforementioned divi-
sions. The request for proposals (RFP) for fund-
ing support was structured but intentionally 
open-ended to encourage physicians (and their 
teams) to exercise creativity, innovation, and 
adaptation based on their unique models of care. 
Sustained support from a family foundation 
interested in the program has secured protected 
time for the transition program coordinator, and 
budgeted time allocation for the medical director 
has provided longitudinal stability since program 
start-up.

The process of provider engagement has been 
incremental, starting with efforts to orient and edu-
cate physicians about transitioning. Several vehi-
cles were utilized, including Grand Rounds and 
other institution-wide learning structures, resident 
noon conferences, targeted presentations to pri-
mary and subspecialty care divisions, continuing 
medical education (CME) courses, and articles in 
medical center publications. Complementing these 
physician-focused strategies were educational 
interventions for nurses, social workers, and other 
staff, including pastoral care and family life spe-
cialists. This contributed to educational reinforce-
ment within and across multidisciplinary teams. 
Moreover, it acculturated transitioning within the 
medical center, which encouraged broader engage-
ment and participation among physician-led 
teams. Over time, program expansion, institutional 
infrastructure accommodations, and more exten-
sive physician recruitment evolved. Several strate-
gies contributed to this momentum. These are 
described next.

 Steering Committee

A steering committee comprised of hospital-wide 
stakeholders in HCT was formed to help moti-
vated providers become champions and leaders 
within their departments. It was a centralized 
forum to facilitate strategic planning, informa-
tion exchange, progress updates from participat-
ing transition clinics, and presentations from 
community organizations and partners. 
Physicians actively participate along with social 
workers, nurses, and psychologists. Consisting of 

Table 10.1 Key features of local hospital initiative to 
establish a healthcare transition program

  • Created a champion with protected time

  •  Formed multidisciplinary, inclusive, steering 
committee

  • Integrated tools into EMR

  •  Initiated innovative projects incubator with 
mini-grants
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representatives from over 20 divisions, the steer-
ing committee meets quarterly and provides an 
open forum for consensus building and discus-
sions of quality and process improvement. 
Steering committees can be useful in providing a 
place for motivated providers to get a start in 
building a transition program within their 
departments.

 Transition Clinic

A transition clinic led by the medical director and 
transition program coordinator was created to 
help providers in the hospital with patients with 
complex transition needs. The addition of this 
service has further bolstered physician engage-
ment by introducing an assessment of transition 
readiness, coordination of transfer of care to 
adult providers, and assessment of social needs 
and services, facilitating efforts to discuss HCT 
with patients, and providing a resource to navi-
gate the transition process.

 Electronic Medical Record 
Integrations

To create an infrastructure that makes it easier for 
providers to perform some of the recommended 
interventions, the transition champions created 
medical summaries, transition orders, and transi-
tion assessment tools within the electronic medi-
cal record (EMR). This streamlined access to 
concise and consolidated information in the EMR 
software to document patient progress through 
HCT preparation and planning. These electronic 
enhancements have supported greater ease and 
ability of physicians to integrate transition plan-
ning into their clinics and therefore increased 
physician engagement.

 Mini-grants on Completion 
of Transfer to Adult Providers

To recruit new champions and leaders, an RFP 
for mini-grants to address strategies for enhance-

ment and evaluation of the transfer of care pro-
cess and development of adult provider 
relationships was issued by the Office of Child 
Advocacy (using Endowment Fund monies) to 
all transition program participants. In response, 
notably, these projects involved both the hospital 
pediatric providers and adult providers to whom 
patients would be transferred. This has resulted 
in an increased interest from various providers to 
engage in the transition process, along with pro-
gram enhancements such as joint clinics for both 
pediatric and adult physicians at Lurie Children’s 
prior to transfer of care and improved methods 
for streamlined transfer of most salient informa-
tion for first patient visit to the adult provider.

Case Example #2: A Statewide Transition 
Initiative (See Table 10.2)
This example describes successes and challenges 
for engaging providers in a statewide transition 
improvement project, led by the state chapter of 
the AAP [2]. The aim of the Transition Care 
Project was to improve HCT by providing train-
ing, resources, and technical assistance to both 
pediatric and adult primary care providers and 
using a quality improvement approach to encour-
age and implement HCT services in their prac-
tices. Practices were assisted in building 
self- management skills in adolescents, develop-
ing written transition policies, preparing and 
maintaining medical summaries, and assisting 
providers to think about and incorporate transi-
tion planning into their encounters.

 Recruitment

Multiple strategies were utilized for recruitment, 
including promoting the project to chapter mem-
bers via a direct mail and email invitation, reach-
ing out to professional contacts at teaching 

Table 10.2 Key features of statewide transition improve-
ment project

  • Professional contacts used for initial recruitment

  • MOC credit available to promote interest

  • Quality improvement metrics to help motivate
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institutions, contacting providers within the 
regional medical district, and contacting practices 
that had previously participated in a successful 
project with the chapter. Ultimately, five self-
selecting pediatric practices signed formal agree-
ments to participate in pilot testing; the agreement 
included a small stipend to support pilot activities. 
A lead physician at each site was identified and 
served as champion and determined which care 
teams and staff members would be required to 
participate. Ancillary staff members, including 
clerical and front desk staff, were also strongly 
encouraged to participate. Participants included 
18 physicians, 3 nurse practitioners, 10 nurses, 
and 4 social workers. Each pilot site then selected 
the key clinical activities (KCAs) most important 
for their practice. The project leaders identified 
continuing medical education (CME) and mainte-
nance of certification (MOC) Part 4 credit as 
potentially effective tools to incentivize physi-
cians’ and allied health professionals’ participa-
tion and motivate continued engagement. The 
addition of CME and MOC credit helped to mobi-
lize providers and increase the rate of performing 
these activities as shown in the tables below.

Table 10.3 identifies three practices that had 
multiple participating providers working together 
on the same KCAs selected by those practices. 
Tracking these KCAs engaged providers further 
in these transition initiatives.

Project findings indicate that it is possible 
for a variety of medical practices to mobilize 
providers to improve their care for transitioning 
patients, given a combination of incentives and 
tools implemented within a team-based care 
setting. Between 2012 and 2016, 32 pediatric 
providers and their practices have participated 
in the training for MOC Part 4 credit. In addi-
tion, the training and resources are being uti-
lized by health systems, and online course 
resources for patients and families are available 
for free.

 Roles for Pediatric Providers  
(See Table 10.4)

 The Champion

Each service or clinic needs a transition cham-
pion who has dedicated time and authority to 
oversee the planning and implementing of HCT 
programs and is genuinely interested and invested 
in their success. This individual sets the direction 
of the program, mobilizes others with specific 
knowledge and experience, and keeps the pro-
gram moving forward, especially when barriers 
are encountered. A champion with authority 
would be uniquely positioned to facilitate partici-
pation from providers who are not as invested in 
the development of transition tools but must be 
involved at the implementation level in order for 
transition best practices to be delivered to all 
patients. In Case 1, this would include the medi-
cal director and the transition program coordina-
tor, and in Case 2, this would include leaders of 
the statewide chapter of the AAP.

Table 10.3 Transitioning youth results by practice

Key clinical 
activity (KCA)

Mean change in chart review score, 
baseline to cycle 3a

Practice 1 
(n = 5)

Practice 2 
(n = 2)

Practice 5 
(n = 5)

Written transition 
policy

6.0* 7.5 8.6*

Assess healthcare 
and transition 
readiness skills

6.2*

Identify adult 
provider

5.5 5.8*

Discuss 
insurance, 
benefits, social 
services

2.6

Portable medical 
summary

5.2*

*Paired t-test statistically significant, p < 0.05
aCycle 3 was 24 weeks after baseline

Table 10.4 Key types of providers

Providers Key elements

Champion   • Set the direction of the program
  • Mobilize others
  • Needs to have authority
  •  Keeps program moving through 

barriers

Leaders   • Bring specific expertise
  • Develop more specific tools

Implementers   • Majority of providers
  • Will need to be motivated
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 The Leaders

Since constructing a transition program requires 
the development of tools, policies, and work-
flows, mobilizing a variety of providers to pro-
vide oversight and expertise to address these 
specific tasks is also essential. These providers 
can bring their unique areas of expertise to 
develop specific transition tools and processes, 
such as how to conduct a transition assessment, 
how to work with the EMR to develop a medical 
summary, or how to maintain a registry. In Case 
1, these may include members of the steering 
committee and recipients of the mini-grant pro-
gram, and in Case 2, this would include the lead-
ers at each of the pilot sites.

 The Implementers

In order for a transition program to be successful, 
providers who are not directly involved in the 
development of transition tools and programs 
must still be motivated to use them (see Chap. 14 
for additional strategies to promote HCT plan-
ning behaviors). Ultimately the goal is for transi-
tioning to become a routine part of pediatric 
practice for all providers.

 Supporting and Motivating 
Providers

 Structural Support (See Table 10.5)

Structure describes the context in which care is 
delivered, including hospital buildings, staff, 
financing, and equipment [3]. Funding is perhaps 
the most challenging issue in establishing and sus-
taining a transition program. Funding for protected 
physician and staff time, particularly at the pro-

gram leadership level, is critical to developing 
infrastructure [4]. In addition to academic pursuits 
of research and government funding, philanthropic 
and “donor-centric” funding from foundations, 
corporations, groups, and individuals with interest 
in transitioning should be pursued. In larger medi-
cal centers or settings, a foundation within the 
institution may be approached to provide support 
for donor identification, cultivation, and grant sub-
missions. Parents of AYASCHN can sometimes be 
instrumental in connecting to funding sources. 
Case 1 describes how start-up of the medical cen-
ter’s transition program was financed by a hospital 
auxiliary and a child advocacy endowment fund 
established as part of a capital campaign. Sustained 
support from a family foundation interested in the 
program has secured protected time for the transi-
tion program coordinator. Integration of protected 
time within organizational administrative budgets 
is also significant, particularly in ensuring sus-
tained physician leadership for the program, and 
allows for investment in long-term endeavors.

 Barriers and Facilitators

In mobilizing pediatric providers, one must con-
sider the most common barriers pediatricians 
report that prevent them from providing transi-
tion services. Time, reimbursement, a steep ini-
tial learning curve, and uncertainty about the 
effectiveness of the program are some of the bar-
riers to engaging pediatric providers in formal 
HCT programs [5, 6]. Competing priorities for 
provider time can also limit interest and avail-
ability to implement the program. These time 
constraints can be partially addressed by creating 
an operational infrastructure that maximizes ease 
and efficiencies to support provider engagement. 
Moreover, this also maximizes the capacity to 
extract provider talent and energy to advance 
innovation and program development.

Pediatricians also report difficulty identify-
ing adult-oriented providers and obtaining reim-
bursement for transition services and time spent 
performing recommended transition interven-
tions (see also Chaps. 6 and 21) [6, 7]. Pediatric 
providers lack familiarity with the adult service 
system, community resources, guardianship, 

Table 10.5 Structural supports

  •  Obtain funding for protected time for champions 
and leaders

  •  Use internal, foundation, and family funding 
resources

  • Establish plan for long-term funding
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and insurance options for young adults with dis-
abilities [7]. To mitigate these barriers and 
increase the likelihood that providers will 
actively participate in HCT programming, it is 
important to identify or create these resources 
and educate physicians and other practice mem-
bers about their availability (see Table 10.6). 
This may involve developing lists of adult pro-
viders, resources, and information about billing, 
integrating transition planning tools into the 
EMR, and establishing support mechanisms 
from interdisciplinary providers such as social 
workers, case managers, psychologists, and 
resource navigators [8].

 Highlight HCT Outcomes 
and Effectiveness

The implementers described above are more will-
ing to perform interventions when their effective-
ness is known or plans to be studied [5]. The 
effectiveness of various transition efforts to high-
light when motivating providers include improve-
ments in patient knowledge, self-confidence, and 
transfer rates. (See Chaps. 19–23 for different 
perspectives on defining successful transition.) It 
is also important to identify metrics—structure, 
process, and outcomes—that can be used to track, 
monitor, and evaluate HCT program activities, 
such as described in Case Example #2 and further 
elaborated in Chap. 14 [9–11]. Examples of 
structural outcomes include establishment of any 
of Got Transition’s six core elements. Process 

outcomes could include improved patient knowl-
edge, self- confidence, and transition readiness 
(see Chap. 13) [12, 13]. Finally, desired end-
points could include transition experience, suc-
cessful transition to adult care, and increased 
quality of life (see Chap. 36).

 Mobilizing Providers in the Absence 
of Adult Providers

While adult providers may be difficult to find 
or not necessary given the scope of practice for 
the pediatric provider (such as dually certified 
med- ped providers or family medicine provid-
ers), implementing transition processes in the 
pediatric setting should still continue. This 
includes creating tools described above, culti-
vating transition champions, and incorporating 
an adult model of care. Motivating providers to 
conduct these tasks can often be difficult in the 
absence of identified adult providers and need 
for transfer. Pediatric providers must under-
stand how the adult model of care differs from 
the pediatric model and the importance of 
developing disease self-management and self-
advocacy skills in transitioning AYASHCN 
(see Chap. 15). Motivating providers in these 
settings to implement this model will require 
champions, leaders, and motivators as 
described above.

 Conclusion

Mobilizing and motivating pediatric provid-
ers to perform optimal transition-related 
interventions are often difficult due to lack 
of knowledge, time constraints, and lack of 
belief in the efficacy of these interventions 
on the part of the provider. In addition, cre-
ating a transition program within a practice 
or institution requires the time and effort of 
many providers. A transition champion with 
authority is essential, along with dedicated 
leaders, to initiate, maintain, and improve 
HCT programs and changes in workflows 
moving forward. To influence the behavior 
of most providers, the aforementioned bar-
riers must be addressed. We have presented 

Table 10.6 Overcoming barriers

  •  Optimizing workflows and tools to make 
transition interventions easier to implement are 
critical in overcoming time barriers

  • Ideas include

    – Developing lists of adult providers

    – Creating billing resources

    –  Integrating HCT planning tools into the 
EMR

   –  Coordinating support from interdisciplinary 
providers such as social workers, case 
managers, psychologists, and resource 
navigators
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two examples of ways in which these barri-
ers were addressed in different settings and 
at different levels. Delivering education, 
constructing an infrastructure that simplifies 
HCT interventions, providing incentives 
such as CME and MOC credit, and tracking 
quality measures can help keep providers 
motivated and help mobilize new providers.
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Developing Transition Policies, 
Procedures, or Guidelines

Roberta G. Williams and Ellen F. Iverson

 Policies and Guidelines 
on Transition and Transfer

Over the past two decades, there has been growing 
concern about the formidable challenges faced by 
young adults with complex healthcare needs who 
are migrating from pediatric systems of care to 
adult providers and adult healthcare systems. 
Mounting evidence of increased morbidity and 
mortality, avoidable hospitalizations and ED visits 
and gaps in care in these years have compelled 
leaders in healthcare policy, practice, and research 
to better understand the underlying contributors of 
these trends. This evidence drew a harsh spotlight 
on the glaring absence of policy and practice 
guidelines to ensure the establishment of adult-
oriented care as patients emerge into young adult-
hood. This is complicated by the limitations of 
properly trained providers as young adults with 
special healthcare needs leave their pediatric teams 
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Vignette

A 22-year-old patient with myelomeningo-
cele and hydrocephalus with an obstructed 
ventriculoperitoneal shunt is seen in the 
emergency department of a free-standing 
children’s hospital where, 8 years ago, his 
shunt had been revised by a pediatric neuro-
surgeon. He has been followed as an outpa-
tient by pediatric neurology, neurosurgery, 
and a multidisciplinary spina bifida team. 
Emergency department staff and nurse 
supervisor question the plan for admission 
because of his adult age. This is just one of 
many examples of stressful encounters and 
complex decisions that must be made when 
young adult patients present to a children’s 
hospital. These situations are difficult at best 
because appropriately trained providers may 
not be available within adult institutions or 
programs. This patient and family made a 

rational decision to seek emergency care in a 
pediatric center, reasoning that providers 
will be more experienced in managing 
emergent care related to his condition. 
However, the decision to do so can create 
confusion and stress among pediatric emer-
gency department staff unless there is a 
clearly articulated hospital policy about the 
upper bounds of age for admission.
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familiar with childhood-acquired conditions and 
transfer to adult care systems often ill-prepared to 
support young adults with complex medical condi-
tions. On the other hand, some providers in a chil-
dren’s hospital may not feel comfortable dealing 
with adult medical and psychosocial issues. As a 
result, there is often lack of consensus about the 
age of transfer. Hospital policies vary widely 
because of geographic differences in available 
resources and there are often different policies 
within the same institution for different patient 
groups due to the special circumstances of their 
disease as well as provider resources.

In 2002, the American Academy of Pediatrics, 
the American Academy of Family Physicians, 
and the American College of Physicians- 
American Society of Internal Medicine released 
the consensus report highlighting the emerging 
evidence that young adults face grave risks to 
their health and well-being in these years of tran-
sition [1]. From this report arose the genesis of a 
framework for transition care, policy, and guide-
lines for institutions and providers. Pediatric ter-
tiary care institutions charged with caring for 
children and adolescents living with an enor-
mously varied array of chronic conditions, rare 
diseases, and disabilities face challenges in 
developing and enforcing policy about the age of 
transfer to adult health systems because of differ-
ing patient needs and provider availability.

 Obstacles in Adult Care Provision 
Within a Children’s Hospital

State regulations are specific about the age range 
of patients within pediatric nursing credentials. 
Likewise, there are regulations regarding the cer-
tification of physicians who provide oversight of 
nurse practitioners and physician assistants. 
Pediatric facilities can operate within these 
bounds by establishing an adolescent/young 
adult service with medicine-pediatric providers 
in the primary or subspecialty role. In the absence 
of specialized inpatient services, advanced plan-
ning is needed to define the special circumstances 
for admission that will satisfy state and local 
regulatory requirements.

 Developing a Hospital-Wide 
Admission Policy Regarding  
Age of Transfer

As adolescents with complex chronic medical 
conditions approach adulthood, decisions must 
be made about transfer to adult primary care and 
identifying appropriate, qualified adult subspe-
cialists with experience managing pediatric 
acquired conditions. There is wide variation in 
the age at transfer of chronically ill pediatric 
patients to adult providers and hospitals. This is 
determined by local resources, benefit guidelines 
and limitations, beliefs about when transfer 
should take place, and professional relationships. 
The limited access to appropriately trained adult 
providers and facilities for patients with chronic 
and rare disease is well documented. As a result, 
there is increasing pressure on children’s facili-
ties to care for young adults.

Programs covered by Title V services com-
monly transfer patients to an adult program when 
these services expire. Patients age out of these 
benefits at 18–21 years of age, varying by state. 
Title V benefits provide for nurse managers, 
social workers, and dietitians—the type of wrap-
around services that define the medical home. 
Therefore, to transfer patients prior to the expira-
tion of these services would deny them these ser-
vices that are not generally available in adult 
programs. Exceptions to this are some adult pro-
grams for cystic fibrosis, congenital heart dis-
ease, and cancer. It is no surprise, then, that many 
pediatric subspecialty programs will continue to 
care for patients until they reach the age at which 
these benefits expire.

As documented by Goodman et al. [2], adult 
admission to children’s hospitals, although still a 
minority, is the fastest-growing age group [1]. 
Indeed, many children’s hospitals are debating 
whether the upper age limits for admission are 
18, 21, 25, 30, or undefined. In some institutions, 
the higher age cutoff is limited to certain large 
programs such as oncology or cardiology. Until 
there is a consensus based on defined quality 
measures, there will continue to be locally deter-
mined policies that are influenced by state cre-
dentialing, age limit for state healthcare coverage, 
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and financial factors. This intensifies the need for 
a proactive, deliberative process to guide transfer 
policies, particularly for free-standing children’s 
hospitals.

Development of consensus around trans-
fer policies must take into account the marked 
differences within multiple subspecialties and 
provider types. Moreover, there are different 
opportunities and constraints, depending upon 
the institutional structure, whether a free-stand-
ing pediatric hospital or a pediatric program 
imbedded within a general hospital. In this chap-
ter, we will discuss the process of developing 
both transition policies at the institutional level 
and guidelines at the subspecialty level as well 
as transfer procedures that vary locally. Along 
the way, we have had some successes and have 
encountered obstacles. Geographical, economic, 
and workforce factors vary widely across the 
country, so that this specific example may not be 
relevant to all programs.

 Developing a Hospital Transition/
Transfer Policy at a Free-Standing 
Children’s Hospital

At Children’s Hospital Los Angeles (CHLA), we 
initiated the process of policy development by 
undertaking an extensive exploration of transfer 
practices of each medical division that provides 
longitudinal care for chronic patients, asking the 
questions in Table 11.1.

Responses were accumulated and discussed 
among a panel of physicians, nurses, and social 
workers with broad representation from sub-
specialty programs that included critical care 
and emergency medicine - providers that might 
be called upon to care for young adult patients. 
This proved illuminating as several patterns 
emerged. Some patient groups had conditions 
that are familiar to adult providers, for exam-
ple, certain types of renal disease, and specific 
cancers. Such patients were typically trans-
ferred at an earlier age. However, many disease 
groups are unfamiliar to adult medicine, and 
these were typically retained by the pediatric 
program until a later age. There were some 

marked differences of transfer age within the 
same subspecialty, for example, cystic fibrosis 
patients have a smooth, standard transfer to an 
associated adult program, whereas ventilator-
dependent pulmonary patients had more limited 
access to an appropriate adult facility and were 
transferred later and at opportunistic times. 
Patients for whom organ transplant is antici-
pated would be more likely to remain in pediat-
ric care, where the transplant list is more 
favorable. Also, patients with developmental 
delay experience additional hurdles in securing 
the services of adult providers and tend to 
remain under pediatric care longer than those 
who have the capacity to live independently.

Next, we cataloged locally available adult health-
care resources for each patient group, for both pri-
vately and publically insured patients. Discussions 
with a broad range of constituents ensued—includ-
ing intensive care and emergency medicine physi-
cians and staff, hospital administration, human 

Table 11.1 Needs assessment questions for assessing 
current transfer practices by medical divisions providing 
chronic care

Is there a current policy for age of transfer?

Is there a mechanism for coordination with insurance 
and other payers related to transfer to adult providers?

What is the practice consistency among the group?

What are present internal resources for adolescents 
and young adults (AYA) to support transition and 
transfer?

Do you currently partner with adult primary care 
providers?

Do you currently partner with adult subspecialty 
providers?

What are the age limits and changes necessary for 
Medicaid, SSI, Title V, or other coverage?

What specific institutional resources are required for 
care of young adults (e.g., nursing and physician 
certification)?

What is the likelihood of hospitalization, surgery, or 
ICU care for young adults in your patient cohort?

What other subspecialty services are commonly 
required for your patients?

What is the role of primary care and who provides the 
central coordination function?

Are there age limits of certification among the team of 
providers in your program?

Does the natural history of the disease predict stability 
at age 18–21?
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resources, patients, and families. We also reviewed 
and discussed state regulations for practice limits 
and practice certification. Several themes emerged. 
Many intensive care faculty and staff were uncom-
fortable with the prospect of providing care to adult 
patients. This sentiment was shared by other nursing 
personnel who concentrate on the care of infants. 
Consultative services that were overburdened with 
pediatric patients resisted the idea of accepting an 
adult patient at the expense of a longer wait list for 
children. The same idea was expressed for inpatient 
services that are chronically short on available beds.

We held initial discussions about the upper 
limits age for inpatient admission as well as rec-
ommendations of age to transfer outpatients to an 
adult provider in order to define general princi-
ples around age of transfer as well as potential 
mitigating circumstances. A Transition Council 
was formed as a forum consisting of physicians, 
nurses, and social workers belonging to all sub-
specialty groups caring for patients with chronic 
illness as well as young adult patients and fami-
lies. In addition, the Council included adult sub-
specialists with medicine-pediatrics training and 
a career interest in diseases originating in child-
hood. These colleagues were invaluable in pro-
viding perspective on the available resources and 
communication needs of the receiving physician 
at the time of transfer. The diversity of experi-
ence offered by the Transition Council was criti-
cal in building a complete picture of the obstacles 
encountered during the transfer process. The 
principle issues developed by the Council were 
reviewed in a series of consensus meetings with 
the Hospital Safety/Quality committee and 
Human Resources and then referred to the hospi-
tal policy approval committees and ultimately, 
signed by executive leadership. In our case, the 
upper age limits for inpatient and outpatient 
admission were determined as follows:

 1. Hospitalization of existing patients would be 
permitted up to age 21 years.

 2. New inpatients over 18 years would be 
accepted coincident with providing a plan to 
subsequently transition to an adult program.

 3. Planned inpatient care for unique patient 
groups over 21 years would require:
• A comprehensive plan of care including a 

review of data that indicates improved out-
comes of care within a pediatric center

• A business plan that takes into account rev-
enue, expense, and patient volume

• Identification of necessary resources such as 
physicians, allied health providers, radiol-
ogy and laboratory services, and equipment

• Provision of additional training needs
• Available patient psychosocial support

 4. Individual patients >21 could be admitted 
urgently with consent of the physician-in- 
chief but would require a plan for subsequent 
care in an adult hospital.

 5. There would be no age limit for outpatient 
care as long as there is a plan for inpatient care 
at an adult hospital.

Children’s Hospital Log Angeles policies, once 
approved, are required to be accompanied by a for-
mal communication and education process, pro-
vided on an institutional intranet site, and reviewed 
every 3 years. Discussions around outpatient ser-
vices concluded that guidelines would allow 
needed flexibility around the needs of diverse pro-
grams, as long as providers were working within 
the bounds of their certification. It was recom-
mended that subspecialists combine forces with 
adult primary providers in order to recognize com-
plicating conditions involving other organ systems. 
Developing a plan for potential hospitalization at 
an adult facility requires partnership with an adult 
subspecialist to provide backup for the primary 
physician or privileging of the pediatric subspecial-
ist, which can be difficult. For that reason, explicit 
plans should be agreed upon in advance by the 
patient and primary physician.

The process of policy development that we fol-
lowed is presented in Fig. 11.1 and Table 11.2. An 
important aspect of policy development that is 
expressed in Fig. 11.1 is the requirement for policy 
review at 3-year intervals. It is feasible for the Policy 
Development Committee to review the results of the 
hospital admission policy, as inpatient demographics 
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Creation and
Revision

Policy Posted

Staff Education

Executive 
Approval

Policy Steering
Committee

Subcommittee
Pre-approval

Fig. 11.1 The process 
of Transition Policy 
Development at 
Children’s Hospital of 
Los Angeles

Table 11.2 Policy approval process

1.  Policy owner works with subject experts to create 
and review/revise every 3 years

2.  Policy is previewed by appropriate subcommittees 
as determined by policy coordinator

3. Policy is reviewed by Policy Steering Committee

4.  Policy coordinator sends policy for executive 
approval via one of the following routes: (a) Chief 
Administrative Officer (CAO), (b) Chief Clinical 
Officer (CCO), or (c) Quality Improvement 
Committee (QIC), Medical Executive Committee to 
Medical Executive Committee, and the Board of 
Trustee

5.  Hospital staff must be educated on the policy 
through professional conferences and house-wide 
email notification

6. Coordinator will post policy on internal website

are easily available and satisfaction of program 
leaders can be surveyed. This requires time and 
effort for personnel to summarize admitted patients’ 
demographic data and surveying program leaders to 
present to the Policy Development committee. It is 
far more difficult to review the success of transfer 
because of the many different medical destinations 
of our diverse population. Transition Council lead-
ership meets regularly with physicians and patient 
navigators at destination programs to review trans-
fer outcomes and problem-solve for the obstruc-
tions encountered. Until there is government 
funding to follow patients in a lifelong registry, 
however, the assessment of transition and transfer 
outcomes will be incomplete (see Chap. 12).
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 Other Policies Related to Care 
of Adults in a Children’s Hospital

For pediatric programs providing care to adults, it is 
appropriate to deliver an adult model of care. In 
addition to a policy about age of transfer, it is impor-
tant to have institutional policies regarding health-
care decisions, communication, and protections that 
address changes in legal status once adolescents 
reach adulthood. This includes legal issues related 
to disclosure, confidentiality, end- of- life decisions, 
and guardianship as well as financial issues such as 
insurance coverage and social security require-
ments for health care and income supplementation 
(see Chap. 30) [3]. Pediatric teams should be proac-
tive anticipating these changes and actively engage 
patients and families in discussions about how they 
will manifest in both inpatient and outpatient ser-
vices. For example, parents of 18-year-olds or 
above should be included in a patient interview or 
exam only with the patient’s consent. Well before 
patients turn 18, teams should also help patients and 
families navigate benefits and insurance changes, 
especially supplemental security income (SSI), as 
this process often requires specific documentation 
from providers (see Chaps. 8 and 25).

 Developing a Transition/Transfer 
Policy at a General Hospital

There is less need for a formal hospital policy at a 
general hospital because adult patients are admitted 
to adult inpatient services with appropriate nursing 
and other staffing. Medical staff offices generally 
determine the appropriateness of age limits of hos-
pital privileges for individual practitioners. It is 
important to have a clear agreement with the inter-
nal medicine residency program director about the 
role of pediatric subspecialists in oversight of inter-
nal medicine residents and fellows.

 Deploying a Policy on the  
Upper Age of Care

Hospital policy about the upper age of care 
should be visible to patients and providers by sig-
nage and materials provided to the patient and 

family at least one year prior to the age of trans-
fer. Ideally, this should be presented years earlier 
as part of transition planning. Policies should be 
available on the internet to all providers and 
reviewed at least every three years since the con-
ditions that govern transition and transfer success 
will not remain static.

 Conclusions

A hospital-wide policy about the age of trans-
fer of patients with childhood diseases must 
balance difficult issues related to appropriate 
provider availability and the relative risks of 
the childhood disease versus the risk of 
acquired adult morbidities. Although appro-
priate care may be provided to young adults in 
the outpatient arena, problems occur when the 
patient is admitted, and the range of providers 
involved in their care have differing training 
experience and comfort levels. Therefore, it is 
preferable to meet these issues head-on in 
order to develop a consensus that is enforce-
able and responsive to local realities. This 
may be accomplished by informal discussion 
or a more formal process such as the Nominal 
Group Technique [4]. Because a rigid policy 
may not be ideal for all situations, a process 
for redress should be included. Providing 
patients and providers with early, accessible 
information about this policy will facilitate 
appropriate planning and enhance patient and 
provider satisfaction.
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Establishing a Method to Monitor 
Transition Planning and Track 
Patient Outcomes Following 
Transfer

Gregory Sawicki

 Overview

The American Academy of Pediatrics, the 
American College of Physicians and the American 
Academy of Family Physicians joint clinical 
report on transition outlines an algorithm for a 
practice- based approach to healthcare transition 
from pediatric- to adult-focused care [1]. The 
algorithm includes recommendations for all ado-
lescents and specifies additional steps for youth 
with chronic medical conditions. Fundamentally, 
this algorithm relies on a series of specific, coor-
dinated, and proactive care practices starting in 
early adolescence and ending in young adulthood. 
A healthcare transition program should empower 
youth and their caregivers to gain transition skills 
during adolescence, enable smooth care coordina-
tion and communication during transfer of care, 
and facilitate intake into an adult-focused health-
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Case Vignette

A primary care pediatric practice network is 
located in the suburbs of a major metropolitan 
area with multiple academic medical centers, 
including one freestanding children’s hospi-
tal. With five locations and 20 providers, the 
network provides primary care services to 
approximately 8000 families. Two locations 
have different EMR systems, and specialty 
referrals are handled at each location sepa-
rately. The majority of specialty referrals are 
sent to the urban freestanding children’s hos-
pital, which has developed its own EMR dif-
ferent from any of the community practices. 
Approximately 15% of the children served by 
the network have a chronic medical condition 
for which they periodically receive subspe-
cialty care. Some of these children have higher 
levels of complex disease requiring multiple 
specialty care referrals, and others only need 
intermittent follow-up outside the network. 
The leadership of the network is interested in 
developing a transition program for adoles-
cents in their practices with chronic health 
conditions and has begun discussions with a 

local adult primary and subspecialty care net-
work. A transition policy is developed stating 
that pediatric practices will no longer provide 
services to patients over age 22. A transition 
coordinator is hired, is asked by the network 
leadership to determine the expected volume 
of patients that will need transition and 
transfer- related services, and is tasked with 
creating reports for each provider and prac-
tice on transition-related needs.
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care system. A key component of any healthcare 
transition program, therefore, is a well-planned 
and executed mechanism to track youth through-
out the process of transition and transfer. The case 
vignette above illustrates the need for an accessi-
ble and up-to-date source for information to man-
age a complex and varied patient population that 
requires differing levels of services during the 
process of healthcare transition. A valuable tool 
for this type of tracking is a patient registry. At the 
provider or practice level, developing and main-
taining a patient registry serve multiple purposes, 
including active population management. 
Recently, advances in health information technol-
ogy have simplified the processes to create and 
sustain such registries. This chapter reviews the 
key components of a transition registry, including 
the purpose of a registry, why it is important to 
track healthcare transition preparation processes, 
the necessary steps in establishing and maintain-
ing a registry, the various uses of a registry, and 
the value of a registry in tracking population-
based measures for practice-based quality 
improvement.

 Patient Registries: A Definition

Broadly defined, a patient registry is an organized 
data collection tool incorporating clinical, demo-
graphic, and other relevant information often from 
multiple data sources across a healthcare system 
or systems [2]. Unlike an electronic medical 
record, a registry is not intended for point-of-care 
use during clinical encounters. Rather, the primary 
goals of a registry should be focused on population 
management. Registries can be good sources of 
data for clinical research, particularly comparative 
effectiveness research. In addition, a registry often 
is the backbone for quality improvement initia-
tives at the clinician, group practice, or patient 
population level. Some registries are designed to 
capture data for diagnosis- specific groups of 
patients, whereas others include data for tracking 
multiple different patient populations.

Registry data is usually obtained through an 
observational study design, mimicking common 

epidemiologic study methods. Data should be 
collected using a standard approach, including 
uniform definitions for all data elements. This 
standardization also applies to data pulled into 
registries from EMRs. Data elements should be 
pre-specified to include information necessary 
and relevant to clinical, scientific, quality 
improvement, or policy goals. Although exces-
sive data in any registry leads to challenges with 
implementation and feasibility, insufficient data 
can similarly undermine the ability of registries 
to aid in population management. If data collec-
tion becomes too burdensome, the registry can 
become difficult to sustain. Therefore, careful 
planning and foresight at the outset of registry 
development are crucial and require consensus 
on purpose, data sources, and scope.

Over the past several decades, patient registries 
have been developed and used to improve health 
outcomes in many distinct populations. The Cystic 
Fibrosis (CF) Foundation created a patient registry 
in 1966 in order to understand the natural history of 
CF, and over the next 50 years, their patient registry 
has become a vital tool to healthcare providers, pol-
icy makers, and researchers attempting to improve 
clinical care [3]. In recent years, patient registries 
have been developed by multiple organizations, and 
the Center for Medicaid and Medicare Services 
approves Qualified Clinical Data Registries to sup-
port quality improvement-based payment structures 
to healthcare systems [4]. Such registries have led to 
improvements in care in multiple areas of clinical 
medicine, including cardiology, endocrinology, 
rheumatology, and urology [5–8].

 Designing a Registry for Healthcare 
Transition

A key benefit of a patient registry is the ability to 
track processes and outcomes over a long period 
of time using data sources with multiple potential 
inputs. Since transition from pediatric- to adult- 
focused healthcare is a process spanning a decade 
for many youth, a transition registry is a critical 
component for a well-functioning transition pro-
gram. Establishing a transition registry is one of 
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the Six Core Elements of transition outlined by 
Got Transition [9, 10]. In the Six Core Elements, 
the goals of a transition registry are to establish 
criteria and a process for identifying transitioning 
youth within a practice, to develop a mechanism 
to track the transition progress of the identified 
youth, and to incorporate transition processes 
into electronic health records when possible [11].

In order to be successful, a patient registry 
needs to be more than simply a database derived 
from a single electronic medical record source. 
At its core, a transition registry should be devel-
oped as a tool based on the following principles:

• Data collection is an active observational pro-
cess occurring over time.

• Data collection is focused on clinical care ele-
ments relevant to healthcare transition pro-
cesses and outcomes.

• All data elements have specific, easily mea-
surable definitions which are clinically 
meaningful.

• Data is collected in the same manner regard-
less of patient or practice setting.

• Data is derived from multiple sources, includ-
ing patient-reported information.

At the practice level, a transition registry 
should provide data that can assess variations in 
clinical practices at the provider level, including 
provider adherence to transition policies and 
guidelines set forth by the practice. Registry data 
can be provided to clinicians in order for them to 
compare their patient populations with those of 
their peers. Registry data can also be used to eval-
uate patient outcomes, for instance, the degree to 
which patients with a specific diagnosis or cared 
for in a specific practice have achieved adequate 
transition readiness skills. Process measures such 
as the distribution of transition plans or percent-
age of successful transfers across a population 
can also be tracked using a registry- based 
approach.

The logistics of creating a registry are far from 
trivial and often require dedicated informational 
technology support and staff, particularly for 
developing data integration strategies and data 

reporting tools. Data security and privacy concerns 
need to be addressed for all registries as well. 
Registries created with a research component in 
mind would require patient or caregiver informed 
consent and may be subject to review by local 
research ethics boards. Consent should also be 
considered for registries developed purely for 
quality improvement purposes, particularly if 
patient-reported outcomes or measures are planned 
as data elements.

Although basic spreadsheet or database 
software (such as Excel or Access) may be 
most familiar to clinicians, such platforms 
generally require manual data entry, may not 
easily link to multiple existing data sources, 
and could be prone to data entry errors. More 
often than not, a registry created in such a way 
is difficult to maintain because it requires extra 
steps for clinical staff, steps that are quick to 
fall off when a clinical practice is busy or staff 
turnover occurs. Some EMRs are able to cre-
ate population-level dashboards to monitor 
patient progress within a healthcare system. 
Leveraging existing technology and tailoring 
it to transition needs can be a strategy to over-
come these limitations [12, 13].

Got Transition has developed an assessment of 
each of the Six Core Elements, allowing individual 
practices to self-rate their transition programs on a 
scale of 1–4 [11]. In the domain of transition track-
ing and monitoring, the assessment levels are:

• Level 1: clinicians in the practice vary in identi-
fying transitioning youth, and many youth are 
not identified until close to the age of transfer.

• Level 2: clinicians in the practice document 
relevant transition information in an electronic 
medical record, but not necessarily in an orga-
nized registry.

• Level 3: the practice develops a transition reg-
istry, identifying and tracking transitioning 
youth starting at age 14.

• Level 4: the practice actively uses a transi-
tion registry for population management in 
order to ensure that all youth receive neces-
sary transition planning and transfer-related 
services.

12 Establishing a Method to Monitor Transition Planning and Track Patient Outcomes Following Transfer
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 Data Elements for a Transition 
Registry

A patient registry needs to include the necessary 
and relevant data aligned with the goals of the 
individual practice or program for which it is 
designed. Data collection needs to be uniform, 
and data elements need to be pre-specified. The 
data should address the needs of all relevant 
stakeholders, including practice leaders, individ-
ual clinicians, patients, and families. Maintaining 
an active patient data registry without regard to 
these elements leads to significant challenges for 
maintenance, sustainability, and utility. Finally, 
once a transition registry is developed and 
launched, it requires active, ongoing mainte-
nance and evaluation. This requires institutional 
resources.

At a minimum, a patient registry focused on 
healthcare transition should include data elements 
encompassing sociodemographics (including 
insurance), clinical-medical information, health-
care utilization data, patient-reported data, and 
transition-specific data (Table 12.1). In general, 
the level of detail for each of the data categories 
needs to be tailored to the unique goals of an indi-
vidual transition program. If the focus of a registry 
is on a patient population with a single diagnosis 
(i.e., at a subspecialty practice), the clinical infor-
mation should be more expansive, but if the regis-
try is intended for use at a primary care or 
multispecialty level, the detail on specific diagno-
ses could be left more general. Transition- specific 
data should incorporate patient-reported outcomes 
relevant to transition preparation and planning. 
Examples of such measures include transition 
readiness assessments and quality of life question-
naires that could be collected at routine clinical 
visits or as part of structured transition programs 
[14, 15]. Patient experience measures are often 
collected after routine healthcare encounters. One 
example is the Adolescent Assessment of 
Preparation for Transition (ADAPT) survey, a 
youth-reported measure capturing information on 
the degree of transition counseling and preparation 
received by adolescents during visits with their 
main healthcare providers [16]. Many patient-

reported measures may not be found in standard 
electronic health records and would need to be col-
lected at routine clinical visits.

 Using a Transition Registry 
for Quality Improvement 
and Patient Safety

A well-planned transition registry incorporating 
data elements from multiple clinical and patient- 
reported sources can fundamentally improve the 
quality of services and care provided to transition-
ing youth and their families. As such, a registry 

Table 12.1 Key data elements for a transition registry

Category
Examples of relevant data 
elements

Sociodemographic 
data

Age/date of birth
Sex/gender
Race/ethnicity
Health insurance
Family structure
Educational level (youth/
caregiver)
Primary language

Clinical data Primary diagnosis
Secondary diagnoses
Active subspecialty referrals

Healthcare utilization 
data

Dates of prior appointments
Dates of upcoming 
appointments
Urgent care (emergency 
department) visits
Hospitalization dates

Patient-reported data Quality of life
Patient experience measures
Symptom measures

Transition-specific 
data

Transition policy shared with 
family/youth
Readiness assessments
  Date administered
  Scores
Transition plan developed/
updated
Health insurance after 
transfer identified
Adult provider identified
  Transfer package sent to 

adult provider
Transfer completion assessed

G. Sawicki
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needs to be more than simply a list of transition-
ing youth in a practice. It should be a tool for cli-
nicians or practices to flag individual patients 
preparing to transfer care and ensure that they 
have identified an adult-focused doctor or prac-
tice, had a transition plan provided, and had medi-
cal records/summaries sent to accepting care 
teams. A transition registry should also identify 
patients who may have left pediatric care but for 
whom the outcome of their first appointment in an 
adult setting has not yet been determined, thus 
facilitating appropriate outreach and follow-up.

In order to promote high-quality transitional 
care, registry data needs to be leveraged through 
structured reports at the patient or population 
level. Such reports can augment clinical decision 
support tools targeting guidelines of care. For 
example, a registry report can flag individual 
youth that are scheduled for appointments that 
are due for a transition readiness assessment or 
can identify populations of youth that have lower 
readiness scores as a group for more specific 
intervention. In assessing transfer completion or 
care coordination, reports can identify gaps in 
care during transfer, providing opportunities to 
intervene to reduce such gaps whenever possible. 
Reports can also highlight differences in practice 
and outcomes between clinicians, spurring 
improvement initiatives at the provider or prac-
tice level.

 Summary

Developing a transition program within a busy pri-
mary care or subspecialty care practice can be a 
daunting endeavor. A fundamental component for 
any transition program is a system to track and 
monitor progress of transitioning youth, and thus 
patient data registries are essential. By using sys-
tematic data collection, choosing appropriate data 
elements, and creating actionable provider or prac-
tice-level registry reports, a transition program can 
leverage a patient registry to improve healthcare 
services and quality of care, ensuring that all youth 
benefit from a structured, family- centered 
approach to transition from pediatric to adult care.
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Incorporating Healthcare 
Transition Readiness Assessment

Lisa A. Schwartz, Alexandra M. Psihogios, 
and Emily M. Fredericks

 Introduction

Advancements in medicine have led to a growing 
population of adolescents and young adults with 
special health-care needs (AYASHCN), subse-
quently resulting in approximately 750,000 
AYASHCN transferring from pediatric to adult- 
centered health-care systems each year [1]. The 
transition from pediatric to adult health care is 
considered a purposeful, planned process where 
an AYASHCN transfers from pediatric-, family- 
oriented health care to adult-, individual-oriented 
health care, with the goal of high-quality, devel-
opmentally appropriate, uninterrupted health- 
care services [2]. This medical transition occurs 
during a complex developmental period when 
AYASHCN are beginning to form and consoli-
date critical health behaviors and accept increas-

ing responsibility for their own health [3]. AYA 
must navigate the transition to adult health care 
while also traversing other emerging adulthood 
milestones, such as pursuing academic/career 
goals, forming intimate relationships, moving 
away from the family home, and assuming 
increasing financial impendence [4].

The process of transitioning from pediatric- to 
adult-based health care poses concurrent risks 
and opportunities for altering the trajectory of 
AYASHCN health outcomes. Poor transition 
readiness results in devastating gaps in health 
care, morbidity, and mortality [5, 6], while robust 
transition readiness promotes increased personal 
responsibility for health and self-management 
[7]. Across recent decades, research and clinical 
initiatives increasingly focused on routine assess-
ment and promotion of transition readiness [8]. 
The American Academy of Pediatrics (AAP), the 
American Academy of Family Physicians, and 
the American College of Physicians jointly pub-
lished a clinical report, transition-planning algo-
rithm, and transition tools for youth with and 
without special health-care needs [2]. Also in 
2011, the National Committee on Quality 
Assurance Patient-Centered Medical Home stan-
dards included a specific requirement to address 
health-care transitions in primary care [9]. 
Healthy People 2020 incorporated a new public 
health goal on transition planning from pediatric- 
to adult-centered health care [10]. Notably, the 
research literature has emphasized routine, 
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evidenced- based assessment of AYA transition 
readiness as one key priority for improving tran-
sition outcomes [11–15].

Unfortunately, there is substantial evidence 
that routine transition readiness assessment 
and preparation is not in place for many AYA 
and their families [16, 17]. The 2009–2010 
National Survey of Children with Special 
Health Care Needs found no discernable 
improvements in transition outcomes since the 
original 2005–2006 report [18], and it remains 
to be seen if the subsequent national initiatives 
and tools will stimulate improvements in tran-
sition readiness preparation. A recent system-
atic review [19] and previous reviews [20–23] 
identified insufficient transition planning and 
preparation as central barriers to optimal tran-
sition outcomes. While many clinical pro-
grams strive to enhance the acquisition of 
self-management skills in AYASHCN, they do 
not routinely assess transition readiness [24, 
25]. It is recommended that pediatric patients 
not transfer to adult health services unless 
they have the skills and supports necessary for 
functioning effectively in the adult health-care 
system [26–28].

Preparation for transition to adult medical 
care includes two dynamic, reciprocal pro-
cesses: (1) evaluating transition readiness and 
(2) developing and implementing transition 
plans [29]. This chapter focuses primarily on 
the first process, the assessment of transition 
readiness, and provides a summary of available 
transition readiness assessment tools and their 
scientific evidence. Based on emerging research 
and quality improvement science, we also 
describe current clinical recommendations for 
promoting and incorporating transition readi-
ness assessment into health-care settings while 
overcoming common clinical barriers. We 
describe a clinical case vignette which depicts 
how routine transition readiness assessments 
may be integrated into routine clinical care to 
ultimately improve transition readiness and 
adult health outcomes. Finally, we outline 
future directions for advancing the state of tran-
sition readiness assessment science.

 Transition Readiness

 Construct Definition

In order to appropriately measure transition read-
iness, it is necessary to define transition readiness 
and describe the socio-ecological factors that 
influence it [30]. Transition readiness is a compo-
nent of disease self-management and refers to 
indicators that the AYASHCN and those in their 
support system (family and providers) can suc-
cessfully begin, continue, and finish the transi-
tion process [31, 32]. The specific features of 
transition readiness may be operationalized dif-
ferently for different populations. For example, 
medication adherence, activities of daily living, 
and keeping track of clinic appointments may 
represent components of transition readiness for 
some but not all AYASHCN [19]. Consequently, 
the definition of a successful transition to adult- 
centered health care may vary across AYASHCN 
disease populations.

 Social-Ecological Conceptualization 
of Transition Readiness

Emerging research suggests that transition readi-
ness is influenced by patients’ social-ecological 
context [15, 30, 33–35]. The Social-ecological 
Model of AYA Readiness to Transition (SMART; 
[30, 36]) is an empirically supported ecological 
model of transition readiness developed with 
AYA cancer survivors. SMART proposes that 
transition readiness is influenced by pre-existing 
objective indicators that are less amenable to 
change (e.g., sociodemographics/culture, health 
status/risk, access/insurance, and neurocogni-
tion/IQ), as well as by subjective indicators that 
are modifiable and represent targets for transition 
planning interventions (e.g., patient developmen-
tal maturity, knowledge, skills/self-efficacy, 
beliefs/expectations, goals/motivation, relation-
ships, communication, and psychosocial func-
tioning/emotions of patients, parents, and 
providers). Prior to the development of SMART, 
research primarily focused on age, skills, and 
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knowledge as components of transition readiness 
without investigating the patient’s broader social- 
ecological environment, including the influence 
of multiple stakeholders [14, 37, 38]. To date, 
researchers have applied and adapted SMART to 
multiple pediatric populations, including youth 
with sickle cell disease, inflammatory bowel dis-
ease, and diabetes [33–35].

 Transition Readiness Assessment

Assessing transition readiness helps to (1) iden-
tify intervention targets to increase likelihood of 
engagement in adult-oriented care and (2) mea-
sure changes in transition readiness across time 
[30, 39]. The Maternal and Child Health Bureau 
and The National Alliance to Advance 
Adolescent Health “Got Transition” program 
established Six Core Elements of Health Care 
Transition, which define the basic components 
of the health-care transition process. Among 
these components, core element 3, “Transition 
Readiness,” directly emphasizes the importance 
of routine transition readiness assessment begin-
ning at the age of 14. Core element 4, “Transition 
Planning/Integration into Adult Approach to 
Care,” describes the importance of assessing 
transition readiness in order to develop self-
management goals, determine the optimal tim-
ing of transfer to adult- centered care, and 
identify support needs (e.g., legal changes in 
decision-making). Taken together, the results of 
transition readiness assessments should guide 
transition planning (such as skill-based instruc-
tion or obtaining more support) to improve the 
likelihood of optimal health outcomes during 
and after the transfer to adult care [27].

Despite calls for evidence-based assessment 
of AYASHCN transition readiness [11–14] and 
national initiatives for improving transition from 
child-centered to adult-centered health care (e.g., 
the American Academy of Pediatrics transition 
algorithm and the Maternal and Child Health 
Bureau and The National Alliance to Advance 
Adolescent Health “Got Transition” initiative), 
few validated measures exist that assess and track 

transition readiness for AYA patients with chronic 
health conditions [14, 40]. Indeed, one barrier to 
the routine transition readiness assessment in 
clinical practice is the lack of validated instru-
ments [14, 24]. There remains a need for transi-
tion readiness tools that are feasible in clinic 
settings, have adequate levels of sensitivity and 
specificity, and have utility in goal setting and 
planning transition readiness interventions [27].

 Transition Readiness Assessment 
Measures

In a prior review, the first author of this chapter 
identified 56 measures of transition readiness [14]. 
Of the 56 measures, only 10 reported psychomet-
ric data in peer-reviewed publications and met the 
American Psychological Association Division 54 
Evidence-Based Assessment (EBA) Task Force 
criteria for a “promising assessment.”

Four generic measures of transition readiness 
were identified: the (1) California Healthy and 
Ready to Work (HRTW) Transition assessment 
tool: health-care self-care [37], (2) Self- 
Management Skills Assessment Guide (SMSAG; 
[41]), (3) TRxANSITION Scale ([42]), and (4) 
Transition Readiness Assessment Questionnaire 
(TRAQ; [15, 43]). Regarding disease-specific 
transition readiness, six measures were identi-
fied: (1) Cystic Fibrosis Health Care Transition 
Readiness Scale (CFHCTS; [44]), (2) Readiness 
Questionnaire (RQ) for patients with cystic fibro-
sis [38], (3) Readiness for Transition 
Questionnaire (RTQ) for patients with kidney 
transplant [45], (4) Transition Readiness 
Questionnaire (TRQ) for patients with HIV [46], 
(5) Transition Readiness Survey: Adolescent/
Young Adult (TRS: A/YA) for patients with liver 
transplant [24], and (6) Sickle Cell Transfer 
Questionnaire (SCTQ; [32, 47]). Since the 2014 
review, we identified three additional measures: 
(1) the Self-management and Transition to 
Adulthood with Rx = Treatment (STARx) 
Questionnaire (generic self-reported measure of 
the TRxANSITION Scale; [48, 49]), (2) 
TRANSITION-Q (generic measure; [50]), and 
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(3) Transition Intervention Program-Readiness 
for Transition (TIP-RFT) assessment for sickle 
cell disease [51, 52]. Notable strengths of mea-
sure development included using mixed-method 
participatory approaches, testing with racially 
and ethnically diverse samples (HRTW, RTQ, 
TRAQ, TRQ, TIP-RFT, STARx), and drawing 
upon relevant developmental or health psychol-
ogy theories (TRAQ, HRTW, CFHCTRS).

Despite these identified assessments, there 
remains a paucity of well-validated transition 
readiness measures. With the exception of the 
STARx Questionnaire [48], these measures did 
not provide data on the predictive validity for 
actual transition outcomes, which limits our 
understanding of the long-term impact of transi-
tion readiness assessment. The STARx 
Questionnaire demonstrated initial predictive 
validity by predicting other self-management 
constructs (health literacy, self-efficacy, and 
adherence; [48]), but not health-care utilization. 
Three measures demonstrated content validity 
(TRAQ, TRxANSITION, and SCTQ). Most 
measures demonstrated construct validity, includ-
ing known-groups validity (HRTW, SMSAG, 
TRAQ, TRS, SCTQ, TIP-RFT, and STARx) or 
convergent validity (SMSAG, TRxANSITION, 
RTQ, and TRQ). Validity findings showed that 
increased transition readiness was related to older 
age, lower disease severity, lower anxiety, higher 
confidence in adult providers, and participation 
in a transition clinic. The TRAQ, TRS, TIP-RFT, 
and STARx were factor analyzed, yielding strong 
subscales with the exception of one subscale of 
the TRS and one subscale of the TIP-RFT. Most 
measures also employed convenience samples, 
assessing patients already coming to clinic. This 
leads to a biased sample of patients already 
engaged in care and hinders our understanding of 
how the measures perform in groups of disen-
gaged patients most at risk for poor transitions. 
Only a few measures (RTQ, TRS) included par-
ent report, despite the importance of parents in 
the transition process [53]. Finally, many of the 
measures were not informed by theory or devel-
oped with rigorous methods of measure develop-
ment (e.g., eliciting stakeholder feedback or 
assessing multiple indices of validity).

The TRAQ was and still remains the most 
tested and validated transition readiness measure 
[15, 43] with good validity and reliability [15, 54, 
55]. The initial TRAQ has 29 items and is a 
patient-reported, generic measure of transition 
readiness that assesses mastery of disease self- 
management skills. Responses are based on the 
Stages of Change model [56]. A briefer, 20-item 
version of the TRAQ with five factors emerging 
from exploratory factor analysis demonstrated 
good internal consistency and criterion validity, 
though research is needed to determine predictive 
validity [15]. A potential limitation of the TRAQ 
is the focus on broad disease management skills 
(e.g., filling a prescription and calling the doc-
tor’s office to make an appointment) that may not 
apply to all AYASHCN. The narrow focus of the 
TRAQ is also limiting in that it does not focus on 
broader social-ecological factors related to tran-
sition readiness (e.g., multiple stakeholder per-
spectives; [23, 30, 35, 36]).

Another new emerging measure is the 
Transition Readiness Inventory (TRI; [57]). The 
TRI item pool was developed following guide-
lines from NIH’s Patient-Reported Outcomes 
Measurement Information System (PROMIS; 
[58, 59]). PROMIS aims to provide standardized 
rigorous methods of development of patient- 
reported outcome measures [58–60]. TRI mea-
sures social-ecological components of the 
SMART model. It was developed for AYA survi-
vors of childhood cancer but is intended to be 
adapted and modified for other populations. TRI 
development to date addresses limitations of 
prior transition readiness measures in that it has 
incorporated feedback from multiple stakehold-
ers and experts via mixed-method data collec-
tion, was theoretically informed, and includes a 
patient and parent version. The TRI item pool 
will soon be tested in a larger validation study.

 Translation of Transition Readiness 
Assessment to Clinical Care

Despite consensus statements and policy papers 
from numerous pediatric and adult organizations 
supporting the importance of transition prepara-
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tion [61, 62], many pediatric programs do not 
systematically address transition readiness. 
Frequently cited challenges to routinely assess-
ing transition readiness include time, resources, 
physician training, barriers to care coordination, 
and lack of validated measures [27, 60, 63–65]. 
These barriers underscore the importance of 
translational research and quality improvement 
initiatives [66, 67] to promote uptake of evidence- 
based practices in patient care settings [68].

As an example, within our (co-author EF) insti-
tution, we identified a gap in services with respect 
to preparing pediatric liver transplant recipients 
for the transition to adult transplant care. 
Specifically, we observed that patient adherence 
and health status often deteriorated following 
transfer from pediatric- to adult-centered care. Our 
program did not have a systematic method of 
assessing transition readiness or planning for the 
transfer of care. As part of a quality improvement 
(QI) initiative, we implemented a clinic-based sur-
vey to document the current state of our program, 
specifically measuring transition readiness skills 
using the TRS [24] and transition-related attitudes 
[69] of our AYASHCN and families. The TRS 
measured health-related knowledge, self-manage-
ment skills, psychosocial adjustment, and alloca-
tion of responsibility for health management tasks. 
Prior to the implementation of this project, on 
average, patients transferred care when they 
reached 18 years of age. Subsequently, as part of 
ongoing program evaluation, the average transfer 
age is 21.5 years of age.

The goal of this QI project was to increase 
documented TRS screening to at least 95% for 
pediatric liver transplant recipients aged 
≥11 years (see [24] for additional details). 
Results demonstrated that the TRS screening 
program was successful in assessing 98% of 
the target pediatric liver transplant recipients. 
Recipients who completed the TRS prior to trans-
ferring care had higher clinic attendance follow-
ing the transfer to adult care compared to those 
who did not complete a transition readiness 
assessment prior to transfer. Unfortunately, 
adherence declined following the transfer of care 
for the TRS group and remained suboptimal for 
the control group, suggesting that merely 

 assessing transition readiness skills in pediatrics 
may not be sufficient to promote adherence fol-
lowing the transfer of care. Rather, it may be nec-
essary to continue to assess and intervene on 
self- management skills before and after the trans-
fer to adult care.

Case Vignette

Michael was 2 years old when he under-
went liver transplant. As a young teenager, 
despite adequate knowledge of his health 
history and regimen, Michael had a pattern 
of medication nonadherence and experi-
enced graft rejection. His parents increased 
their monitoring of his medication admin-
istration, and his adherence improved. 
When he was 17 years old, Michael and his 
parents completed the TRS (see Table 13.1). 
He evidenced high levels of health-related 
knowledge and knew the names, doses, and 
functions of his medications. Because he 
was not using a reminder system to assist 
with medication administration, he reported 
missing several doses per month. While he 
reported high levels of self-efficacy regard-
ing his ability to manage his medical regi-
men, he endorsed low levels of confidence 
in his ability to communicate indepen-
dently with health-care providers, includ-
ing the ability to obtain refills and schedule 
clinic visits. His parents reported that 
Michael was independent with managing 
his health-care needs but did not endorse 
high levels of confidence in his ability to 
manage these tasks without their support. 
Because of Michael’s history of medication 
nonadherence and his reliance on his par-
ents for communication with health-care 
providers, his transfer to an adult provider 
was deferred.

Over the next several years, Michael set 
transition-related goals to obtain prescrip-
tion refills, schedule clinic visits, obtain 
necessary lab draws, communicate inde-
pendently with health-care providers at 
clinic visits, and improve medication 
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 Conclusions

The last decade has seen advances in transi-
tion readiness assessment as evident by many 
new transition readiness assessment mea-
sures and recommendations for the use of 
readiness assessments from national medical 
associations and initiatives. However, there 
remains a paucity of measures that have been 
rigorously developed, tested, and incorpo-
rated into clinical care. While the rigorous 
development of measures can be a slow pro-
cess, it is important to move forward with 
testing the implementation of transition read-
iness assessment in clinical care. As shown 
in the case above, such assessment can 
inform clinical care and outcomes while also 
helping to refine measures and identify new 
aspects of transition readiness to assess. 
Table 13.2 contains recommended strategies 

Table 13.2 Recommended strategies to help advance the 
development of transition readiness assessments

1. Test for psychometric properties with 
appropriate sample sizes. It is important to consider 
in advance the necessary sample size for testing 
internal consistency of individual subscales, factor 
analysis, and multivariate models that identify 
associates of transition readiness.

2. Assess predictive validity using longitudinal 
designs (see [70]). It is unclear whether transition 
readiness assessment is related to successful transfer 
and competence in adult systems and subsequent 
health outcomes. Therefore, longitudinal studies are 
needed to establish the predictive validity of existing 
and future measures.

adherence. He was accepted into college, 
and despite improvements in his transition- 
related skills, transferring care to an adult 
provider was again deferred until he com-
pleted his first year of college. Although 
Michael expressed reluctance to transfer to 
the adult providers given his comfort level 
with the pediatrics team, he attended a 
transfer clinic visit during which time he 
met representatives from the adult team. 
His final TRS results demonstrated that 
Michael and his parents agreed that he had 

Table 13.1 Case vignette: performance on the 
Transition Readiness Survey (TRS) over a 4-year 
transition preparation period

TRS domains Year 1 Year 2 Year 3 Year 4

Adolescent 
self-efficacy
(1 = low, 3 = high)

2.29 2.5 2.57 2.5

Parent-reported 
self-efficacy
(1 = low, 3 = high)

1.58 2.17 2.42 2.67

AoR 
communication
(1 = parent, 
2 = shared, 
3 = adolescent)

1.71 1.57 2.14 2.86

AoR 
self-management
(1 = parent, 
2 = shared, 
3 = adolescent)

2.5 2.67 2.83 3.0

AoR 
communication—
parent
(1 = parent, 
2 = shared, 
3 = adolescent)

1.57 1.88 2.25 2.38

AoR 
self-
management—
parent
(1 = parent, 
2 = shared, 
3 = adolescent)

– 2.8 2.8 3.00

Note: AoR allocation of responsibility for health 
management tasks

high levels of self-efficacy and competence 
in his ability to independently manage his 
health-care needs. Thus, at age 21 years, 
Michael successfully transferred care to the 
adult transplant clinic. One year following 
transfer, Michael continues to demonstrate 
high levels of adherence, medical stability, 
and independence with respect to his 
health-care management.
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to help advance the development and refine-
ment of transition readiness assessments, 
many of which have been previously 
described [8, 29, 73].
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 Introduction

In the United States, chronic disease and disabil-
ity in children, adolescents, and young adults up 
to age 21 affect approximately one in five fami-
lies [1]. Ninety percent of children and youth 
with special healthcare needs of a physical nature 
will enter adulthood, numbering one-half million 
annually; an estimated additional 600,000 
16–17-year-olds in the United States have serious 
mental illness.

Children’s hospitals that serve adolescents 
and young adults with special healthcare needs 
(AYASHCN) want to improve the structures and 
processes to facilitate healthcare transition (HCT) 
into adult-based care [2–4]. Pediatric providers 
recognize that their AYASHCN patients are liv-
ing into adulthood and are concerned about the 
morbidity/mortality following poorly planned 
transfer to adult-based care. However, most lack 
formal training in HCT planning methods (see 
Chaps. 6 and 10). Providers are looking for 
evidence- based methods to help prepare their 
patients for medical self-management.

Potential solutions to improve HCT planning 
include using electronic medical record (EMR)-

based transition planning tools (TPT) designed to 
facilitate the preparation for HCT in the clinic or 
hospital setting [5]. The use of EMR-based inter-
ventions has demonstrated improved adherence 
to practice guidelines for Pap smear screening in 
ob-gyn and primary care physicians [6]. Similarly, 
pediatricians’ use of handheld computers that 
provided guideline-based decision support was 
associated with increased physician adherence to 
asthma treatment guidelines [7].

However, provider uptake and sustained use 
of these new technologies and tools remain a 
challenge [8–10]. And, incorporating HCT 
planning into pediatric practice and letting 
patients graduate from pediatric service 
requires a cultural shift [11–13].

In response to the need to develop an HCT 
planning program, Texas Children’s Hospital 
formed a Transition Committee in 2004 and 
developed an electronic medical record (EMR)-
based transition planning tool (TPT) as one com-
ponent of a larger institution-wide approach to 
transition planning. This chapter will describe the 
authors’ experience with promoting TPT use 
among care providers, highlighting how several 
services incorporated the TPT into their clinic.

 Getting Started

At the first Transition Committee meeting in 2004, 
representatives from all clinical services were 
invited to discuss the HCT program initiative. 
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Many attendees described the AYASHCN on their 
services with the most pressing medical, psycho-
social, and financial needs, along with frustration 
at being unable to facilitate HCT. They wanted 
help with those individual patients who were the 
most problematic to transition. This need under-
scored the importance of establishing the frame-
work for the Texas Children’s Hospital Transition 
Committee: good clinical outcomes could follow 
after structures and processes are in place to facili-
tate those outcomes [14]. The goal was to build a 
hospital-wide set of core HCT structures and pro-
cesses to be used by all services, rather than desig-
nating one clinic or service as responsible for 
patient-specific HCT planning. The cornerstone 
structure would be an EMR-based TPT that the 
committee would develop and provide technical 
assistance to implement. The TPT was to serve 
two purposes: (1) evaluate the patient and family 
condition- specific knowledge and skills and (2) 
encourage teachable moments between the pro-
vider and patient, which facilitates HCT planning. 
Rather than developing a paper-based tool, the 
TPT was integrated into Epic, the hospital’s EMR.

The use of the TPT by clinical services was 
one of the first steps in developing service- 
specific HCT planning programming. The tool 
could not be customized—all services would use 
one tool; however, how they used the tool, what 
resources they attached to complement the tool, 
and how they developed a referral network with 
their adult counterparts were in the control of the 
services. At the outset, pediatric providers were 
not routinely assessing for patient and family 
HCT readiness in part because they had no train-
ing on how to prepare AYASHCN and their fami-
lies for HCT. Preparation for the actual transfer to 
adult care is discussed in Chaps. 15 and 16.

The remainder of the chapter describes steps 
taken to introduce the TPT and increase its use 
across subspecialty services using a quality 
improvement approach. A description of the 
Texas Children’s Hospital TPT is presented first, 
followed by quality improvement methods used, 
summary data on TPT use, and then four vignettes 
of clinics that piloted the process of implement-

ing the TPT as part of a quality improvement 
study, before going system-wide.

 The Texas Children’s Hospital 
Transition Planning Tool

The TPT is an EMR-based HCT readiness tool 
designed to identify and help rectify patients’ 
gaps in knowledge and skills about their disease 
and its management as they approach transition 
from pediatric- to adult-based healthcare. It 
encourages teachable moments between the 
provider and patient, which facilitates HCT 
planning. The TPT has 13 core questions that 
can be asked by the provider in any order (see 
Table 14.1); questions are intended to guide the 
interaction between the provider and the patient. 
There is a caregiver version of the core ques-
tions, to initiate transition planning for patients 
not cognitively able to answer the questions. For 
those with the Epic EMR, the link to the TCH 
TPT is https://galaxy.epic.com/?#Browse/
page=1!68!421!2815780.

A unique feature of the TPT is that ques-
tions are asked in the context of what the 
patient needs to know to advocate for them-
selves or communicate with a new provider. 
The TPT asks if the patient had a chance to talk 
to their doctor alone, a cornerstone of promot-
ing self-management and advocacy. Seen this 
way, transition planning using the TPT is an 
extension of regular pediatric care, expanding 
the provider’s role.

When a patient masters a skill, knowledge, or 
behavior in the TPT, the clinician assigns them a 
successfully accomplished (SA) score for that 
question. If a patient does not answer ade-
quately, an explanation of the answer is given, 
or homework or educational support materials 
are provided. These resources are linked to each 
core question to better equip the patient with the 
knowledge and skills needed to successfully 
accomplish the question at the next clinic visit. 
The provider prints these materials in the 
patient’s room.
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The TPT has an extensive library of 81 
handouts in English and Spanish, updated 
annually, including a directory of resources 
with contact information for over 42 social ser-
vices ranging from education, employment and 
vocational training, drug/alcohol rehabilitation 
programs, dental care, and transportation, and 
a 41-page handout on adult providers by spe-
cialty (e.g., obstetrics and gynecology, psychi-
atry, dermatology, and internal medicine), who 
have agreed to take young adults into their 
practice. The library also includes information 
sheets with step-by- step instructions on a vari-
ety of topics such as how to find private or pub-
lic insurance and understand insurance 
coverage. Lastly, the TPT includes a portable 

medical summary (PMS), which is a letter cre-
ated within the EMR that when invoked as a 
smart phrase populates a summary of the 
patient’s medical record, including the active 
problem list, current prescriptions, immuniza-
tion history, allergies, insurance information, 
pharmacy information, emergency contact 
information, medical insurance information, 
and recent diagnostic study results, the latter 
being entered by the provider sending the let-
ter. This letter can be sent directly to the new 
adult provider by email or electronically 
through Epic or printed and given to the patient. 
When generated, the PMS is automatically sent 
to the EMR patient portal, accessible via the 
Internet with their name and password.

Table 14.1 Epic transition planning tool core patient questions (and example responses indicating mastery)

 Q1.  Tell me about your diagnosis (Patient can communicate basic disease process)

 Q2.  Tell me what signs you need to be aware of that indicate you are approaching an emergency situation with 
your diagnosis? How can you avoid the emergency? When do you call the doctor or go to the emergency 
room? (Patient can communicate basic signs/symptoms and plan of action in an emergent situation)

 Q3.  What number do you call in an emergency? Who are your doctors and how do you contact them? Do you have an in 
case of emergency (ICE) contact in your cell phone? (Patient can communicate 911 emergency number and 
appropriate contact information for all of his/her physicians. Patient has an ICE contact in his/her cell phone, if 
applicable)

 Q4.  How do you schedule your doctor’s appointments? (Patient can communicate how to schedule an 
appointment)

 Q5.  Did you meet with your doctor without your parent and ask a question today? (Patient met with doctor without a 
caregiver present and asked an age-appropriate question. A suggested topic could be “what would you like more 
information about or what are you concerned about?”)

 Q6.  What are the names of your medications? What are they for? When do you take them? How much do you 
take? Are there any foods, beverages, or other medications you should avoid when taking your prescriptions? 
(Patient can communicate name, action, dosing, and contraindications of medications)

 Q7.  Do you take your medications and treatments by yourself?

 Q8.  What is the danger of mixing your medications with alcohol or drugs not prescribed by your doctor? (Patient 
can communicate if there is and the danger of mixing current medications with alcohol or other drugs, 
including over the counter if applicable)

 Q9.  How do you fill and refill your prescriptions? (Patient can communicate procedure for getting prescriptions 
filled and refilled)

Q10.  What questions do you have about sex and birth control? (Implied that clinician has asked about current or 
future sexual activity)

Q11.  What are the names of your medical/dental/vision insurance companies? Do you know your insurance 
identification numbers? Do you know the phone numbers for your insurance companies? (Patient can identify 
name, identification number, and contact information for all insurance carriers)

Q12.  Will your current insurance benefits continue as you transfer to adult-based healthcare? If not, how will you 
get insurance? (Patient has or can communicate a plan for insurance coverage after leaving TCH)

Q13.  When you transfer to adult-based healthcare, do you know who your doctor is going to be? If not, do you 
know how to find a doctor? (Patient can identify and knows how to contact the adult care provider for future 
visits, or patient can communicate how to find a doctor)
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 Improvement Methods to Promote 
TPT Use

A multidisciplinary team of investigators consist-
ing of an adolescent medicine physician, psychol-
ogist, quality improvement specialist, the parent of 
a young adult with special healthcare needs, tran-
sition project manager, and transition research 
coordinator lead this quality improvement initia-

tive. Seven Plan-Do-Study-Act (PDSA) cycles, 
used to promote and evaluate the main outcome 
measure, TPT utilization, were carried out over a 
6-year study period and are described in Table 14.2. 
The PDSA, an improvement science method, is a 
strategy for “developing, testing and implement-
ing changes that should lead to improvement” 
[15]. In each PDSA cycle, the objective is identi-
fied, and a plan is developed to test the change 

Table 14.2 Plan-Do-Study-Act cycles to promote TPT use across the study period

PDSA 
# Change strategies/what was learned

1 Baseline phase:
• TPT available for use in Epic, no formal education provided

2 Formal training phase—promote TPT use in four pilot clinics:
• Teach providers how to use TPT
• Send list of upcoming patient visits each week to encourage TPT use
• Provide laminated step-by-step instructional cards on how to access the TPT in the EMR
• Host quarterly meetings to review TPT use by all providers and discuss enablers and barriers to HCT 

planning
• Provide additional training and technical assistance on a one-on-one basis, when requested
• Administer Provider Survey #1 to measure provider satisfaction with the TPT and identify barriers to use
What was learned: TPT use increased incrementally; providers cited barriers to TPT use: lack of time, using 
TPT disrupted the patient flow, could not remember how to use it

3 Increase intensity of TPT technical assistance in four pilot clinics:
• Troubleshoot barriers to use—contact TPT users (in person, via email, phone, or pager) to remind them 

to use the TPT
• Visit individual clinics to meet with providers to facilitate TPT use
• Conduct monthly clinic team meetings to address TPT usage barriers
• Continue quarterly provider meetings across all services
• Administer Provider Survey #2 to measure provider satisfaction with the TPT and identify barriers to use
What was learned: TPT use increased; providers reported barriers to TPT use: difficult to locate in the EMR 
and cumbersome to use; wanted a mechanism to indicate transition planning already completed with each 
patient

4 Release of upgraded TPT (TPT 2.0):
• Streamlined, user-friendly upgrade was developed and made available (see Table 14.3 for list of changes 

between TPT 1.0 and TPT 2.0)
  – Addition of a transition button on the EMR navigation pane to facilitate easy access to the tool
  –  A flow sheet reporting the patient’s transition planning progress to facilitate continuity between 

providers and over time
  –  A simplified user interface with fewer clicks needed to access the TPT
• Promotion of its use was limited; limited technical assistance
What was learned: This served as a baseline phase with passive introduction of an upgraded TPT; despite 
revisions, TPT use did not increase in the absence of active promotion

5 TPT 2.0 available and promoted across the entire TCH enterprise:
• Distributed user guide to assist with accessing and navigating the TPT
• Trained TCH Epic educators to use the TPT and to help others
• Presented at Pediatric Grand Rounds on transition, demonstrated TPT use
• Provided in-person technical assistance to users who requested it
• Administer Provider Survey #3 to measure provider satisfaction with the TPT and identify barriers to use
What was learned: The numbers of patient encounters with TPT use increased substantially; providers cited 
insufficient time to integrate the TPT into clinic workflow as a barrier to optimum TPT use

C. M. Wiemann and A. C. Hergenroeder



133

(Plan), and the test is carried out (Do) while col-
lecting data throughout the process. The data from 
the test is examined and compared to benchmarks 
(Study). Changes are then planned or implemented 
for the next cycle of change (Act).

During PDSAs 1–4, the primary focus was on 
providers in four pilot clinics who expressed inter-
est in developing a HCT program as their patients 
were at risk for morbidity due to poor HCT (see 
Wiemann et al. [16]). Serial provider surveys 
described elsewhere [16] implemented in PDSAs 
2, 3, and 5 evaluated provider satisfaction and self-
reported transition planning activities. The TPT 

was actively promoted throughout the Texas 
Children’s Hospital enterprise during PDSAs 5, 6, 
and 7, including subspecialty services, community 
pediatric practices, and medical homes. Two sets 
of upgrades to the TPT were implemented in 
PDSAs 4 and 7; these changes are summarized in 
Tables 14.3 and 14.4, respectively. The context of 
HCT was expanded in PDSA 7 with the addition 
of the following two questions that are linked to 
billing codes: “How important is it to you to pre-
pare for/change to an adult doctor before age 22?” 
and “How confident do you feel about your ability 
to prepare for/change to an adult doctor?”

Table 14.2 (continued)

PDSA 
# Change strategies/what was learned

6 TPT 2.0 available and promoted across the entire TCH enterprise:
• Provided in-person technical assistance to users who requested it
• Fewer meetings with individual services as efforts to provide technical assistance to outside institutions 

wanting to adopt the TPT increased
What was learned: Providers need frequent reminders to use the TPT, and new providers must be trained; 
regularly scheduled meetings with services during which top users are recognized are important reminders 
and motivators that HCT is important for optimal patient care

7 Release of upgraded TPT (TPT 3.0):
• See Table 14.4 for list of changes between TPT 2.0 and TPT 3.0
• Added name of service documenting TPT use
  –  Added dot phrase to copy TPT use to the clinic note
  –  Two questions added to facilitate billing for transition planning
  –  PMS was made accessible to patient via patient’s EMR portal
• 81 handouts in English and Spanish revised
• Meetings with individual services every 6 months; the highest user recognized with prize (candy bar)
• In-person technical assistance provided upon request
• Best Practice Alert was initiated in a pilot service
What was learned: Changes to TPT were well received; providers need to be reminded about the importance 
of EMR documentation of HCT planning for reimbursement; despite an improved TPT, regularly scheduled 
meetings with services during which top users are recognized are important reminders and motivators and 
provide structured opportunities for services to review transition planning activities

Table 14.3 TPT improvements from version 1.0 to 2.0

Item improved TPT 1.0 TPT 2.0

Location in Epic • Patient education • Doc (Review) Flowsheets

Ease in accessing • Three screens to access • Front screen

Number of clicks per question •  19 for first question; at least 10 for 
subsequent questions

• 2–3 clicks per question

Status of HCT planning • Not available • Separate HCT status buttons

View progress made • Four steps to review each question •  Click on flowsheet to see 
everything completed

Incorporate TPT notes into clinic 
note

• Not available • Cut and paste into clinic note
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Quarterly Epic-generated TPT use reports 
were reviewed by the team and by the services. 
The reports included the number of patient 
encounters with use and the number of providers 
using the TPT. Qualitative information gathered 
during provider feedback sessions and from 
open-ended questions on serial provider surveys 
assessed barriers to use, and suggestions for 
improvement were summarized as part of plan-
ning for the next PDSA cycle. During PDSA 6 
there was a shift in team activity from local TPT 
promotion to providing technical assistance on 
TPT implementation to institutions across the 
nation, resulting in less frequent meetings with 
individual services.

 Resulting TPT Use

Figure 14.1 displays the total number of encoun-
ters with TPT use across the TCH enterprise by 
PDSA cycle. The use during the first four PDSAs 
was largely confined to the four pilot clinics. 
Once the TPT became available enterprise-wise, 
there was a considerable jump in the number of 
patient encounters with use. The total numbers of 
encounters with use increased from 1255 in 2015 
to more than 1500 in each of 2016 and 2017. 
Physicians have consistently been the highest 

users, using more than twice as often as regis-
tered nurses and nurse practitioners, the next 
highest user group (not shown). The third highest 
user group is social workers or counselors.

Figure 14.2 graphically reports results of pro-
vider satisfaction surveys. The percent of provid-
ers who reported being “satisfied” or “very 
satisfied” with certain TPT features significantly 
increased after introduction of the streamlined, 
user-friendly upgrade in PDSA 5.

The number of encounters in which each of 
the 13 TPT core questions was asked in 2017 is 
presented in Fig. 14.3. The most commonly 
asked question is also the first question that 
appears in the TPT: Tell me about your diagno-
sis. The least commonly asked questions were 
about insurance, alcohol or illicit drug use, and 
reproductive health, topics providers noted they 
were least comfortable discussing with their 
patients.

Of note, at the start of the study period, TPT 
use was focused on older adolescent patients as 
most services were experiencing a backlog of 
AYASHCN who needed transitioning. As the 
study progressed, the TPT was used with younger 
patients, indicating that HCT planning was also 
occurring at younger ages. See Table 14.2 for a 
summary of what was learned as a result of each 
PDSA cycle.

Table 14.4 TPT improvements from version 2.0 to 3.0

Items improved TPT 2.0 TPT 3.0

Review Flowsheet tab • Don’t know the name of the user or 
section doing HCT planning unless they 
enter it manually

• Added department name to the 
Review Flowsheet
• Added dot phrases to copy TPT 
use to the user’s clinic note

Department and billing 
questions

• Not existent • Added new department button 
and billing questions

Portable medical summary 
(PMS)

• No easy way to identify if the PMS 
has been sent

• PMS accessible by patients via 
My Chart

Case Vignettes of Four Individual Clinics

Clinic A was a busy, subspecialty clinic 
staffed by physicians, nurses, case workers, 
and social workers. The transition team met 
with the service chief, faculty, and staff, and 

the initial plan was that all faculty and staff 
would use the TPT in clinic. However, through 
the first four PDSA cycles of the quality 
improvement project, the physicians reported 
that they had no time to use the 
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Fig. 14.1 TPT utilization across the TCH enterprise by PDSA cycle (2012–2017)

TPT. Subsequently, the task of using the TPT 
was given to the social workers and case man-
agers. During the fifth PDSA cycle when TPT 
version 2.0 was introduced, the service chief 
went from never using the tool to being one of 
its main users and advocates. During PDSA 6, 
the service chief determined that TPT use 
should become part of the case manager 
annual evaluation, and the use has been high 
ever since.

Clinic B was a busy subspecialty service, 
with a similar composition as Clinic A. The 
nurse practitioner was an early adopter of the 
TPT and the highest user. This clinic had the 
most physicians trained by the transition team 
to use the TPT, yet only two physicians 
accounted for the majority of the use in addi-
tion to the nurse practitioner. TPT use 
remained at a high level over PDSAs 6 and 7 
with the addition of two more nurse practitio-
ners who became prominent users. TPT use 
by one of the early physician adopters dropped 
off as he started seeing more children and 
fewer transition age youth. Nurse practitioners 
are now expected to be the drivers of transi-
tion planning in this clinic.

Clinic C. Despite the section chief’s strong 
support of the TPT, physicians did not use it. 

The chief then assigned two research nurses to 
integrate the TPT into transition planning for 
every patient participating in a quality 
improvement study [16]. In this clinic, TPT 
use did not spread beyond the study patients. 
Patients in this clinic often transitioned to an 
adult healthcare clinic that is within the same 
building. The use on the pediatric side stopped 
completely at the end of PDSA 5 when the 
research nurses were no longer available and 
increased dramatically with the hire of a nurse 
and social worker dedicated to HCT planning 
in PDSA 6, who used the TPT in both the 
pediatric and adult healthcare clinics.

Clinic D. This subspecialty, multiservice 
clinic sees patients who are medically com-
plex, cognitively delayed, and dependent 
upon caregivers. Although three physicians 
and one nurse were trained to use the TPT, 
TPT use was minimal, with inadequate time 
in clinic being the limiting condition. 
Moreover, patients in this clinic are often 
seen my multiple services, which compli-
cates the timing of transfer to adult care. In 
this clinic, HCT planning was not desig-
nated as part of an individual’s job descrip-
tion, and HCT or TPT champion did not 
emerge.

14 Employing Healthcare Transition Planning Tools



136

1103

932

679 655
602

516 497

374 353 334
256 223 229

1200

1000

800

600

400

200

0

Q1.
 C

om
m

 d
x

Q6.
 N

am
e 

of
 m

ed
s

Q7.
 T

ak
e 

m
ed

s b
y s

elf

Q3.
 #

 in
 ca

se
 o

f E
m

er
ge

nc
y

Q5.
 M

et
 w

ith
 M

D a
lon

e

Q2.
 E

m
er

ge
nc

y s
ign

s

Q4.
 S

ch
ed

. a
n 

ap
pt

Q8.
 D

an
ge

r m
ixi

ng
 d

ru
gs

 &
 a

lco
ho

l

Q9.
 R

ef
ill 

m
ed

s

Q10
. S

ex
 &

 b
irt

h 
co

nt
ro

l

Q12
. I

ns
ur

an
ce

 kn
ow

led
ge

Q13
. K

no
wled

ge
 o

f A
du

lt M
D

Q11
. K

no
wled

ge
 o

f I
ns

ur
an

ce
 n

am
es

Fig. 14.3 The number of encounters each question was asked in 2017 (question numbers correspond to those listed in  
Table 14.1)

The accessibility of
the tool

The ease of using the 
tool

The flow between the
questions, answers,
and action buttons

The tool summary
page helping you to

follow a patient
through the transition

process

The time it takes to
utilize the tool in

clinic

100%

90%

80%

70%

60%

50%

40%

30%

20%

10%

0%

Survey 1

Survey 2

Survey 3

(PDSA 5)

(PDSA 3)

(PDSA 2)

%
 S

at
is

fie
d

61%

80%

67%

80%

50%

83%
80%

59%

73%

87%

47%

58%

37%
42%

67%

Fig. 14.2 Provider satisfaction with the transition planning tool over three survey periods

C. M. Wiemann and A. C. Hergenroeder



137

 Conclusions

The use of a HCT TPT sets the expectation 
that transition planning will occur and that 
AYASHCN knowledge and skills will 
increase as a result. The use of the TPT can 
be increased through regular meetings 
between a dedicated transition team and the 
providers and staff of each service. In at 
least two cases, physicians who initially 
said they had no time to use the TPT came 
to see the tool as an asset rather than a bur-
den. They learned to view transition plan-
ning as being as important as all other 
aspects of the care plan and became top TPT 
users and advocates on their respective ser-
vices. The TPT by itself is not a transition 
planning program; rather, it can serve as the 
key to unlock the door for services to initi-
ate disease self-management conversations 
with AYASHCN and families, with the 
expectation that one day they will transition 
into adult healthcare. It took more than 7 
years to develop, implement, and evaluate 
this Epic-based TPT to the point where it 
can be used in clinic settings. It is therefore 
recommended that those wishing to use 
such tools as part of their HCT program-
ming not create their own, but rather work 
with this existing structure as a starting 
point.
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Understanding the Pediatric 
and Adult Healthcare System: 
Adapting to Change

Megumi J. Okumura, Ian S. Harris, 
and Mary Ellen Kleinhenz

 Overview

Pediatricians and adult providers often bring up 
differences between the pediatric and adult health-
care systems during transition. For example, differ-
ences in the investment level for management of 
the childhood-onset chronic diseases are frequently 
discussed. Lack of resources, lack of expertise, and 
cultural differences between the two systems are 
cited as barriers to successful transfer and used as 
justification as to why patients remain in pediatrics 
[1–4]. Notions of how to mitigate the handoffs and 
processes that challenge patient and families and 
frustrate clinicians to improve health outcomes 
have been one of the driving forces in the develop-
ment of transition programs [5, 6]. While there are 
many exemplars of approaches to this process, con-
sensus on best practices for transition from pediat-
ric to adult healthcare in the setting of 
childhood-onset chronic illness has not emerged 
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Vignette

Sara is a 20-year-old woman with severe 
autism and cystic fibrosis. She is limited in 
her ability to communicate her needs and 
cooperate with caregivers and providers. 
She is dependent on her parents for her 
medical management. Her family has been 
hesitant about the prospect of transferring 
her care to adult healthcare providers. She 
has a primary care pediatrician and pediat-
ric neurologist who cares for her autism 
and is followed by the pediatric cystic 
fibrosis team. The pediatric cystic fibrosis 
team has been discussing the plan to trans-
fer care of the patient to the adult cystic 
fibrosis center. Due to the patient’s devel-
opmental needs, it was unclear to the adult 
cystic fibrosis program how to modify their 
services to meet Sara’s care needs.
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[6–8]. This chapter examines differences seen 
between pediatrics and adult healthcare systems 
(see Table 15.1). We consider how to mitigate dif-
fering expectations of patients, parents, and pediat-
ric and adult healthcare providers. Finally we 
explore how to navigate the differences to ensure 
the highest possible care delivery for patients who 
are entering the adult healthcare system.

 The System

 Patient Epidemiology

Significant chronic illness burden in pediatrics is 
relatively rare as compared to the adult popula-
tion. While the number of children with special 
healthcare needs (CSHCN) is increasing, the dis-
ease burden is still lower than in the adult popula-
tion. Technologies have not only benefitted our 
smallest patients but our older population as well. 
The trend for chronic disease burden has been 
increasing for all age sectors and will continue to 
increase with improvements in medical treat-
ment. There is a monotonic relationship of 
increasing chronic disease burden with increas-
ing age across all types of patients. In aggregate 
45% of the U.S. population has a chronic disease 
with 21% having multiple chronic diseases. The 
prevalence of two or more chronic conditions in 
those under age 17 is 5%, while among persons 
over 65 years of age, the prevalence of two or 

more chronic conditions is 62% [9]. The predom-
inant etiology for disease development differs 
between pediatric and adult diseases (genetic/
developmental vs. acquired). Additionally, 
approaches to disease and management differ, as 
discussed in the previous chapters. Nonetheless, 
the developmental concerns focused on in pediat-
rics related to acquisition of disease management 
skills during adolescence parallel the adaptations 
to illness or disability encountered in chronic dis-
ease management in the adult system. It is impor-
tant to think about the trends in chronic disease 
management to understand the differences and 
parallels found in both pediatric and adult chronic 
disease management systems to ensure that tran-
sition programs between pediatric and adult sys-
tems adequately address patient needs.

Having a life-threatening condition may be rela-
tively rare in pediatrics, and thus these children are 
considered special or unique in the pediatric sys-
tem. Having a life-threatening disease in the adult 
healthcare system, while concerning and life 
changing for adult patients, is more prevalent. 
Arguably, ensuring compassionate, high- quality 
patient-centered care for anyone with a chronic dis-
ease is paramount in any healthcare system. In 
pediatrics, resources for chronic disease manage-
ment and family supports derive from the health 
system, schools, and community. In adult medi-
cine, the individual is the focus of disease manage-
ment, restorative services, and entitlement 
programs. The historic shortage of adult specialists 

Table 15.1 Differences between pediatric and adult care

Domain Pediatric medicine Adult medicine

Age related Growth and development focus Maintenance and disease management 
“medical” focus. Optimize presentFuture oriented

Philosophy Family-centered: Assumes dependence 
on family, including decision-making 
for medical management and social life
Focus on child social growth and 
schooling

Patient-centered: Assumes 
independence in medical self-
management and independence in 
social and personal life

Insurance Insurance is an entitlement Insurance eligibility depending on 
disability, income, or work

Nonadherence More assistance More tolerance

System Subspecialist often as key coordinator 
of care
Multispecialty centers of care

Primary care as medical home with 
specialty consultation. Care is spread 
among various providers
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knowledgeable about management of rare pediatric 
diseases is a barrier that is slowly being addressed 
by training programs and medical societies [10]. 
On the other hand, because the adult healthcare 
system supports a high burden of chronic illness, 
chronic illness management for the lifespan is 
understood by healthcare providers and those who 
provide ancillary patient services in the adult 
healthcare setting. Healthcare resources and ser-
vices try to maintain adults in the work environ-
ment, decrease morbidity, and improve quality of 
life. Because of the large numbers of patients with 
chronic disease such as diabetes and congestive 
heart failure, interventions such as disease naviga-
tion programs, patient supports, and mental health 
supports are often robust within individual institu-
tions or within healthcare plans.

 Pediatric Healthcare System 
and Funding in the Pediatric System

The epidemiology of pediatric diseases and 
need for specialized medical and surgical care 
have led to the regionalization of services for 
children with special healthcare needs and, 
with this pooling of resources, the improve-
ment of child healthcare [11]. Regionalization 
channels funding to a few institutions within or 
across states to maximize availability of 
resources and specialty care access for chil-
dren with rare chronic diseases. Specifically, 
Title V funding, State Child Health Insurance 
Programs, insurance payer funds, and state 
funds are consolidated into children’s hospitals 
to support the specialized services found in 
regionalized care. In addition, philanthropy 
and support by voluntary health agencies (e.g., 
Cystic Fibrosis Foundation, local disease-spe-
cific foundations) augment disease programs 
that otherwise would not be financially viable. 
Finally, school systems augment programs, 
such as with special education programs and 
school nursing to allow a youth with severe 
developmental disabilities to function in soci-
ety within the school setting. Through the con-
solidation and often augmented funding of 
child regional healthcare, rare diseases can be 
addressed. To accommodate patients, regional-
ized services include multispecialty clinics 
such as cystic fibrosis, spina bifida, and con-
genital heart disease programs. This often 
leads to the expectation of patients and parents 
that multiple specialty care providers are avail-
able within one clinic setting supported by 
social work, case management, and disease 
specialty resource creating “one stop shop-
ping” as the norm for chronic disease care. 
This model system has been subsidized by the 
children’s hospitals through the funding 
streams mentioned above. Unfortunately, for 
community hospitals, this multidisciplinary 
care model may not be fiscally viable. Pooling 
of resources and adequate philanthropic sup-
port are not often found in the adult medicine 
health system.

Vignette

Sara’s pediatric cystic fibrosis care team has 
reached out to the adult cystic fibrosis care 
team. The adult team has never had a patient 
with autism; however they have several 
patients with developmental delay. The 
patient would first establish care in adult pri-
mary care and then transfer to the adult cystic 
fibrosis center. The patient’s primary pediatri-
cian reached out to an internist who was inter-
ested in adults with special healthcare needs 
to start the transfer process in primary care. 
The general internist then reached out to the 
pediatric neurologist to clarify when and to 
whom the neurologist wanted to transfer the 
patient. The pediatric neurologist stated that 
she would follow the patient indefinitely, due 
to a shortage of autism specialists in the area. 
Normally for patients on public plans, the 
general internist otherwise would have 
referred the patient to an adult psychiatrist 
within network to manage the mental health 
and behavioral needs of the patient. The pri-
mary care physician also reached out the 
pediatric and adult cystic fibrosis teams to 
confirm care management and how to best 
coordinate the needs for the patient.

15 Understanding the Pediatric and Adult Healthcare System: Adapting to Change
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 Adult Healthcare System

With the large burden of the aging population and 
high disease prevalence, the adult healthcare sys-
tem has focused on detection and modification of 
risk factors for disease, disease diagnosis, and 
chronic disease management in local areas. While 
wellness is increasingly important, the focus has 
been largely on disease maintenance and ensuring 
adequate control of diseases such as diabetes, 
hypertension, and cardiovascular disease. 
Programs to achieve these goals are based within 
local hospitals, health maintenance organizations, 
and physician practices. A focus on the develop-
mental needs of the patient includes the patient’s 
functioning in society with attention to work, 
financial independence, and self-care needs. Areas 
of medicine concerned with adult life transitions 
such as geriatric or hospice provide examples of 
dependent care and family- based supports built to 
sustain family members caring for the patient. The 
resources for and funding to support disabled 
adults are often less generous than in the pediatric 
setting [12]. There are notable exceptions to these 
trends. The Cystic Fibrosis Foundation sponsors a 
nationwide system of high-quality adult cystic 

fibrosis care centers to continue lifelong age of its 
growing adult population [13]. Similarly the 
American College of Cardiology has made efforts 
to increase the number of adult congenital heart 
care centers and specialists to meet the clinical 
demand of an aging population [14]. Other clinical 
programs in the adult health system focus on the 
most prevalent diseases, such as heart disease, dia-
betes, dementia, and multiple sclerosis. These 
adult chronic disease programs have the infra-
structure to address the medical complexity of 
more challenging young adults with complex 
chronic illnesses and, thus, may serve as avenues 
to ensure that transferring young adults receive the 
care coordination and case management they need. 
For example, in complex care programs in adult 
medicine, support for tracheostomies and G-tubes 
occurs through different specialties and programs 
as compared to pediatrics (e.g. geriatrics), but may 
serve as a resource to manage maintenance. Thus, 
partnering with adult complex care programs rep-
resents potential mechanism to address the needs 
of transferring young adults.

 Funding in the Adult Healthcare 
System

For most adults, medical coverage is self-funded, 
provided through the patient’s employer-based 
insurance or supported through an entitlement pro-
gram. Because income eligibility varies between 
those who were less than 19 vs. those 19 years of 
age and older, many young adults age out of cover-
age. The Affordable Care Act mitigated this some-
what by extending coverage to young adults until 
age 26 [15]. While some patients have conditions 

Vignette

Sara had been on Medicaid and the child 
health Title V program in California. With 
her social worker, the family had switched 
their coverage to the Genetically 
Handicapped Person’s Program that would 
cover cystic fibrosis and general medical 
care into adulthood.

Vignette

Sara had comprehensive services (e.g., 
child life support, social work, and case 
management) in the pediatric health sys-
tem. She also had support through compre-
hensive autism services at the children’s 
hospital. Lacking adult autism services, the 
pediatric neurologist agreed to manage 
medication and the behavioral needs of the 
patient. The pediatric and adult cystic 
fibrosis teams coordinated services to 
accommodate the patient’s severe autism. 
The adult primary care physician then 
worked within her system to find parallel 
resources to the pediatric program. For 
example, instead of child life, the primary 
care physician assisted the family and 
coordinated with nursing staff on how to 
meet the patient’s needs and make her com-
fortable in the clinic.
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that are not so disabling that they can be expected 
to work, other adolescents and young adults with 
special healthcare needs (AYASHCN) may enter 
entitlement programs such as condition-specific 
Title V program extensions [16] (e.g., Genetically 
Handicapped Persons Program in California) due 
to their  condition and disability without expecta-
tion of work. Adults with childhood-onset diseases 
leave a subsidized pediatric insurance program 
and transition into the Medicaid system [17]. 
Being on the Social Security Income and the pub-
lic health programs offers patients limited finan-
cial maneuverability in the healthcare system. 
This, coupled by a move away from a regionalized 
pediatric healthcare system to local community-
based adult care providers and caregivers, may 
make finding resources needed to sustain complex 
disease management a challenge. Many physician 
practices in the community do not take public 
insurance as reimbursement rates of public insur-
ance plans make practices less willing to take on 
the complexity of these patients. Solutions to this 
problem are dealt with differently depending on 
access to federally qualified health centers, public 
safety net programs, and academic medical cen-
ters. Working with local clinics and individual pro-
viders in these safety net programs or seeing which 
practices will take a few patients on public plans is 
often required to find a new medical home for 
AYASHCN who are transferring to adult care.

 The Provider

 Overview of the Philosophies 
in Pediatrics and Adult Medicine

Pediatricians and adult care providers have iden-
tical goals for their patients—to ensure that 
patients are well cared for, receive high-quality 
care, and have the best possible quality of life. In 
pediatrics, patients are completely dependent on 
their parents. Families are primarily responsible 
to execute the care plan in pediatrics. Families, 
and their pediatric providers, often expect them-
selves to continue this role even in late adoles-
cence, when autonomy, independence, and 
self-care are normally supposed to emerge. In the 
adult healthcare system, autonomy and self-care 
are assumed. For most pediatric patients, depen-
dence gradually evolves to independence as the 
working construct of adult healthcare. The 
approach to disease management in pediatrics is 
often referred to as “family-centered care,” while 
in the adult care system, the approach is “patient- 
centered care” [18, 19]. As young adults, their 
capacity for disease management falls in between 
family-centered and patient-centered models. 
AYASHCN need family support, while pediatri-
cians and parents struggle to balance the rigidity 
of supervised care with the hazards of autonomy. 
The challenges faced by adolescent patients are 
multiple: developing an understanding of disease 
and treatment, learning how to access and sustain 
treatments, and receiving support when choices 

Vignette

Sara’s adult CF care team had no experi-
ence with autism. They were able to get a 
complete developmental, behavioral, and 
family situation intake from the pediatric 
team. They learned that the patient could 
not sit in a room for long periods and often 
had her caretaker take her off the clinic’s 
floor. The adult CF providers explored 
Autism Speak’s resource materials to learn 
how to adapt the clinic visit to a patient with 
autism and set up a reward for the patient (a 
book that made noises). The patient was in 
the room long enough to have the exam and 
address critical aspects of the visit, at which 

point the patient was allowed to go outside 
while one parent remained to discuss the 
medical needs of the patient. The primary 
care physician undertook a similar process 
by ensuring the patient had the first appoint-
ment of the day, to minimize noise and 
 traffic in the office waiting room. She initi-
ated the physical exam first before intake so 
that the patient could go with the family 
outside and walk around when the physi-
cian and caretaker discussed care 
management.
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have adverse health consequences. The tension 
between patient- and family-centered care is not 
unique to pediatrics. In the adult healthcare sys-
tem, adults who are aging increasingly have 
relied on children or other family members to 
care for their needs; thus, family-centered care 
also occurs. Inclusion of family to accommodate 
the patient’s needs and self-management ability 
is common practice for adult providers. The 
apparent well-being and vigor of AYASHCN 
may mask their need for continued support from 
family. Hence, explicitly detailing how the fam-
ily manages the patient’s care and whether such 
responsibility can be assumed by the AYASHCN 
is essential to a well-executed transfer of care.

A fundamental driver of pediatric care is the 
principle of beneficence, whereas adult medicine 
is founded on the principle of autonomy. 
“Beneficence is defined as an act of charity, mercy, 
and kindness with a strong connotation of doing 
good to others including moral obligation. All pro-
fessionals have the foundational moral imperative 
of doing right. In the context of the professional–
client relationship, the professional is obligated to, 
always and without exception, favor the well-
being and interest of the client” [20]. Beneficence 
in pediatrics is operationalized in the ability of 
pediatricians to help ensure that patients are safe 
and the disease well managed. Pediatricians try to 
ensure that parents adhere to medication and treat-
ment regimens for their children. If this does not 
happen and a child’s life is threatened, child pro-
tective services can be called, and the child can be 
brought into the hospital without parental consent 
to receive care. This aspect of beneficence recurs 
in the care of the elderly where after age 65 years, 
elderly protective services mirror the function of 
child protective services [21].

Between patient ages 18 and 65, however, dis-
ease management is founded on and limited by 
the principle of autonomy, which “is usually 
associated with allowing or enabling patients to 
make their own decisions about which health 
care interventions they will or will not receive” 
[22]. This may not be in line with the treating 
physician’s medical opinion. The ability of the 
clinician or family member to force medical 
management on a patient is limited. Thus, trust-

ing, respectful relationships among patient, par-
ents, and pediatric and adult providers are critical 
to assuring the patient’s wellness and optimal 
disease management. Working on the patient–
physician relationship may help mitigate issues 
parents have with medical-legal constraints as 
their disabled children achieve their legal major-
ity. Legal issues specific to pediatric and adult 
health systems are discussed in Chap. 30.

 Relative Roles of Primary Care 
Providers and Specialists 
in Pediatrics and in Adult Healthcare

Over the last two decades, the medical home 
has emerged as a dominant model for structur-
ing pediatric and adult medical care. The 
American Academy of Pediatrics (AAP) and 
the American College of Physicians (ACP) 
have published position statements advocating 
the medical home model and prioritizing access 
to medical homes for all patients [23]. Within 
the adult medicine community, the model 
clearly and consistently envisions the relation-
ship between the patient and the primary care 
physician as central [24] with the primary care 
physician and the patient together taking pri-
mary responsibility for disease management. 
Such a view is compatible with the logistical 
realities of adult primary care where the coordi-
nated management of multiple complex, 
chronic diseases is common. Adult issues such 
as childbirth, sexually transmitted diseases, 
hypertension, and diabetes are all prevalent 
conditions found in AYASHCN and are within 
the purview of adult primary care. Adult pri-
mary care physicians typically coordinate input 
from various specialties while maintaining pri-
mary responsibility for disease management 
[25]. Importantly, primary care physicians 
serve a critical role as a conduit to specialty 
care as new issues arise. They know the various 
specialists in their area and can help facilitate 
the transfer to adult specialty care.

In contrast, primary care pediatrics often 
focuses on patients’ healthy development and 
overall well-being rather than specific chronic 
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disease management. Children with complex 
chronic diseases are less likely than adults to 
have multiple acquired comorbidities, and the 
management of these chronic diseases tends to be 
dominated by a single specialty. In light of this, 
there is ongoing debate within the pediatric com-
munity about the optimal relationship between 
primary care and specialty practices within the 
family-centered medical home model [26]. This 
debate has played out on several levels. 
Institutionally, the increasing prevalence of com-
plex medical conditions among infants and chil-
dren has prompted the emergence and promotion 
of multidisciplinary specialty centers designed to 
provide care related to specific conditions, fre-
quently housed within children’s hospitals. In 
this context, pediatric specialty providers often 
take the role of both disease-specific and primary 
care pediatrician. They are willing to take care of 
acute and chronic care needs. In the early years of 
a child’s life, primary care pediatricians tend to 
work together closely with their specialty col-
leagues. However, as CSHCN grow into early 
adolescence, many have a single, dominant 
chronic illness, and patients and their families 
frequently come to view their specialty providers 
as their primary care providers. Table 15.1 sum-
marizes the differences between the pediatric and 
adult systems discussed thus far [4].

Aligning Resources

The following section discusses strategic ways to 
partner with adult providers. This chapter recog-
nizes that the adult program is more likely to par-
allel then mirror the pediatric program.

Find Strategic Ways to Allow 
Providers to “Work in Their Scope 
of Practice”

Adult providers work in the context of primary care 
with subspecialty consultation. A few adult subspe-
cialists will provide wraparound care for their 
patients. Dialysis/end-stage renal disease patients 
may have both their primary care and specialty care 

needs met by their nephrologists. In general though, 
the adult chronic illness model can be facilitated by 
working with the primary care physician and the 
adult specialty care physician. Most specialists will 
not want to provide wraparound care, and having 
clearly laid out the patient’s needs, the adult col-
leagues can assist in assigning the roles of each pro-
vider and the additional services that may be needed.

Understand the Processes That Allow 
Continuity of Services and Care

By understanding the needs of the patient, adult 
providers can help the pediatric providers plan for 
needed services. Certain disease management 
functions found in the pediatric specialty service 
may not be mirrored in the adult specialty service, 
but instead found in other specialty or generalist 
services. For example, a child with a G-tube who 
is followed by the pediatric gastroenterologist 
may need to be followed by a G-tube nurse in the 
adult general medicine practice if adult gastroen-
terology does not take care of G-tubes. 
Understanding the parallel services and coordi-
nating between them will help the planning 
 process. Since the pediatric provider does not 
practice in the adult system, they need to work 
with their adult colleagues to ensure services are 
bridged. Service-based, rather than specialty-
based, transition planning is critical to ensure that 
the patient has no interruption in their care.

Vignette

Sara had established with a primary care 
physician who happens to work with the 
adult cystic fibrosis center. To encourage 
interaction with the primary care physi-
cian, the CF team would defer general 
health questions to the primary care doctor. 
Sara’s parents, due to her autistic needs, 
dreaded hospitalization that required initia-
tion of parenteral antibiotics for manage-
ment during previous CF pulmonary 
exacerbations, even with the resources of 
child life services. The adult CF team was 
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Identify the Developmental Needs 
of the Patient and How 
to Accommodate for Them

A fundamental difference between pediatrics 
and adult medicine is the approach to devel-
opment. In pediatrics, a child is growing and 
acquiring skills to function and relate to their 
environment. While a hospital is foreign to 
children and adults, pediatric systems of care 
try to normalize the experience through child 
life services by trying to decrease the anxiety 
that a child may experience in a medical 
space. In addition, the structure of a children’s 
environment is meant to be playful and invit-
ing to a child and often includes classrooms 
and playrooms to allow a child to be comfort-
able. In the adult healthcare system, there are 
often few accommodations for these develop-
mental concerns. Unfortunately, for the devel-
opmentally delayed, these accommodations 
are often useful, allowing the patient to be 
comfortable in the medical environment, and 
when removed can be anxiety provoking to 
the patient and families. Accommodations 
will need to be made to address the patient’s 
developmental needs. This will require coach-
ing by the pediatric team to the adult team 
to consider how to adapt clinical care delivery 
to meet the patient’s medical needs. Asking 
pediatric providers what has worked in 
accommodating the developmental needs of 
the patient will better prepare adult providers 
to anticipate potential problems, work with 
their staff, and make the clinic visit proceed 
more smoothly.

Identify Where to Find the Resources 
for Case Management and Support

Case management and support can be found at pri-
mary care and specialty care levels. Because adult 
specialty care operates within silos, a patient may 
require numerous different encounters to address 
specialty needs. Coordinating between primary care 
and specialists with technology-based services such 
as electronic consultations or telehealth may reduce 
expense and disruption of patient experience. 
Multidisciplinary clinics, such as adult cystic fibro-
sis or adult congenital heart disease programs, rec-
ognize that certain morbidities are common within 
their population and embed providers with exper-
tise to address these conditions. Primary and spe-
cialty care providers need to agree on the primary 
coordination site; identify who is responsible for 
services, equipment, and specialty medications; and 
educate patients and caregivers about process for 
requests, authorizations, and assessments. If multi-
ple social workers and case managers are involved, 
coordination and communication are required to 
ensure that all issues are taken care of promptly.

Communicate the Components 
of Care Important to the Individual 
Needs of the Patient

Education regarding systems of adult care 
and their differences from pediatric services 

pleased to learn that Sara’s parents had suc-
cessfully supervised home IV therapy once 
a PICC had been placed. Together, the par-
ents and adult CF team agreed to work with 
interventional radiology and anesthesiol-
ogy to place the PICC as a same-day, come-
and-go procedure, avoiding the need for 
hospitalization, as a hospital would likely 
not be able to accommodate her develop-
mental needs.

Vignette

Sara’s primary care physician reached out 
to the adult cystic fibrosis center to ask if 
they could be the primary site for case 
management as the adult CF program had a 
dedicated social worker. While the primary 
care physician had their own case manage-
ment services, due to Sara’s medication 
needs, the primary care physician thought 
that coordination and open communication 
with the CF program’s case manager to 
coordinate social services and medical 
needs would be easier for both the patient 
and providers.
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facilitates a smooth transition from pediatric to 
adult care. This educational process should occur 
over a period of years before transfer of care 
occurs and is a shared responsibility of the pediat-
ric and adult practices. To make such a process 
work, the two practices must understand each 
other’s approaches and communicate clearly and 
explicitly so that each practice understands the 
other’s resources and care components. This com-
munication must occur both on a general level 
(e.g., describing general operations, such as clinic 
policies) and on a more specific level (specific 
resources required by a patient), when discussing 
the needs of individual patients to be transferred.

Communicate the Expectations 
of Patients and Caregivers Regarding 
Services, Access, and Outcomes

In the course of managing a significant chronic 
illness over a child’s life, strong emotional bonds 
form among the physician, patient, and the family. 
This relationship may create tacit expectations on 
the part of the patient and his/her caregivers 
regarding the nature of interactions between fam-
ily and provider. These expectations may include 
the availability of providers to deal with different 
issues (e.g., having the personal cell phone of the 
provider rather than going through an answering 
service) and possibly disease-related outcomes 
(e.g., pediatricians may not discuss long-term out-
comes of disease out of fear of frightening fami-
lies and patients). This dynamic change between 
family/patient and provider constitutes one of the 
potential major cultural differences between pedi-
atric and adult care and can pose a major barrier to 
smooth and effective transition. These expecta-
tions of the patient and his/her family are often 
not clearly recognized by the adult practitioners 
assuming the patient’s care. During transition 
planning, the pediatric and adult practitioners 
must discuss these expectations explicitly and 
frankly and not assume that both sides understand 
intuitively the differences in approach.

 Conclusion

The often referred to cultural differences 
between pediatrics and adult medicine can be 

adapted to meet the needs of the patient [27]. 
Understanding the patient’s need to gradually 
gain self- management skills and foster growing 
autonomy needs to be recognized as clinicians 
prepare young adults for the adult system and 
beyond. Most people understand growth and 
development in the social environment as young 
adults graduate from high school and move on to 
college or the work force. Similar changes are 
expected in the transfer to adult care. Thus, 
working closely with adult specialty and pri-
mary care providers to ensure that needed medi-
cal supports and services are in place is critical 
for successful transfer to adult care.
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Developing the Process 
for Transferring Care 
from Pediatric to Adult Providers

Megumi J. Okumura and Erica Lawson

 Overview

When pediatric providers and patients discuss the 
process of transition, the conversation, unfortu-
nately, often focuses only on the transfer proce-
dure, that is, identifying adult providers to whom 
the patient should transfer and the timing of gradu-
ation from the pediatric practice. Transfer of care 
is only one of the later stages of the process of 
transition [1, 2]. If the focus of transition is trans-
fer, it is likely that the provider and patient have 
missed the opportunity to fully prepare a patient 
for the adult healthcare system. We urge pediatric 
providers to ensure that the preparation work has 
been done, as described in the previous chapters, 
so that the transfer process outlined in this chapter 
can be productive and proceed as smoothly and 
seamlessly as possible. The planning for actual 
transfer to an adult provider should happen at least 
1 year prior to when the pediatric provider antici-
pates transfer of care. Transfer planning should 
never be initiated at the last pediatric visit. The 
transfer preparation process consists of deciding 

when is the most appropriate time to transfer care, 
finding an adult provider who can assume the care 
of the patient, ensuring that a comprehensive med-
ical summary and care plan is prepared and 
received, and a follow-up process to ensure that 
transfer has been completed [3–7].

 Transfer Preparation

 Transfer Timing

Transfer timing is a critical determinant of transi-
tion success. Timing may be determined by the 
practice’s transition policy, insurance coverage 
restrictions, or patient needs (e.g., moving out of 
the area). Regardless of these circumstances, the 
alignment of three primary factors is necessary to 
facilitate a smooth transfer:

 1. Control of active medical conditions
 2. Patient and family readiness for the adult 

model of care
 3. Access to adult care

Control of active medical conditions. 
Whenever possible, transfer should occur when 
(1) chronic medical conditions are under good 
control, (2) the treatment regimen is stable, and 
(3) there are no new or urgent healthcare needs. 
Transfer while disease is active increases the 
complexity of provider-to-provider handoffs, 
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consequently increasing risk of miscommunica-
tion and suboptimal medical management. If 
transfer is occurring between different healthcare 
systems (e.g., from an academic center to a 
community- based practice) and the patient’s con-
dition and management plan are in flux, it may be 
particularly difficult for accepting providers to 
access the most up-to-date information. Similarly, 
major medication changes immediately prior to 
transfer may create confusion for the patient or 
between providers. Finally, for patients with 
complex chronic conditions, transfer to an adult 
provider in the setting of new or urgent health-
care needs necessitating immediate changes to 
the care plan may make it difficult to carefully 
integrate past history (e.g., previous medication 
failure or intolerance) into the current manage-
ment plan.

Patient and family readiness for the adult 
model of care. As discussed in Chap. 15, signifi-
cant differences in resource allocation and style 
of care delivery exist between pediatric and adult 
healthcare providers. Even for patients who are 
cared for by a provider that sees patients across 
the age spectrum (i.e., with training in family 
medicine or combined pediatrics and internal 
medicine), a transition from child-centered to 
adult-oriented medical care still occurs. In child- 
centered care, the parent plays a significant role 
in history-taking and medical decision-making. 
The child should play an increasingly prominent 
role in the visit as they age; however, ultimate 
decision-making responsibility rests with the par-
ents. While the patient becomes the legal 
decision- maker at age 18, parents often continue 
to play a prominent role. Parents may wish to be 
present during the medical visit and, more impor-
tantly, may continue to perform critical tasks to 
manage the patient’s health at home. In contrast, 
in adult-oriented care, the patient is expected to 
communicate primarily with the physician, 
although parents may still play an important 
ancillary role. The patient will be expected to fol-
low through on healthcare tasks as directed by 
their adult provider, such as lab and radiology 
testing. Furthermore, ancillary support to coordi-
nate care, such as social workers, is typically less 

available in adult care systems as compared to 
pediatrics. Therefore, to achieve a smooth trans-
fer to adult care, the patient must be ready to 
serve as primary manager of his or her health-
care, as well as the primary point person for com-
munication with the healthcare team. If the 
patient will not be able to meet these goals due to 
developmental disability or other cognitive or 
behavioral challenges, conservatorship, or other 
legal proxy, must be put in place to allow a parent 
or other caregiver to continue as primary man-
ager of the patient’s care (see Chap. 30).

Providers are encouraged to measure patient 
readiness for an adult model of care at regular 
intervals, using a validated self-care or transition 
readiness assessment (see Chap. 13). While these 
assessments can provide a useful jumping-off 
point for self-management discussions and goal 
setting, multiple studies have been unable to cor-
relate higher transition readiness scores with suc-
cessful transfer to adult care [8]. This may reflect 
the complexity of the transition process: while 
self-care skills are clearly important in the adult 
model of care, additional factors independent of 
self-management, such as healthcare provider 
availability and social supports, may also be criti-
cal determinants of transfer success [9, 10].

Access to adult care. Graduating pediatric 
patients need access to adult providers in order to 
transfer successfully. Provider availability, pro-
vider expertise, and health insurance limitations 
may all pose barriers to establishing care with 
adult providers [11, 12]. In some geographic 
regions, particularly rural areas, the number of 
adult primary care providers and specialists is 
often not adequate to meet patient demand [13]. 
Older adolescents and young adults seeking to 
transfer care to adult providers may find that 
local practices are not accepting new patients, or 
that adult specialists with the necessary expertise 
to manage rare or complex childhood-onset con-
ditions are not readily available. Finally, even 
when adult primary care providers and specialists 
with the necessary expertise are available and 
accepting new patients, insurance plans may pose 
barriers to access. For patients with health main-
tenance organization plans (HMOs), adult pro-
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viders with the necessary expertise in a patient’s 
condition may be out-of-network. Furthermore, 
due to poor reimbursement rates, community-
based providers often limit the number of patients 
insured by Medicaid or other public plans in their 
practice, making it difficult for patients with pub-
lic insurance plans to establish care [14].

When patients are unable to identify accepting 
adult providers, there are a few possible options to 
find appropriate care. (See Table 16.1 for a list of 
common barriers to transfer and troubleshooting 
approaches.) If adult specialists are not available 
or accessible, the patient may transfer to an adult 
primary care provider while continuing to obtain 
consultative services from one or more pediatric 
specialists. Alternately, in rural or remote areas, 
adult primary care providers may be able to use 
telemedicine services to obtain subspecialist con-
sultation remotely. When HMO restrictions limit 
access to specialists, the patient and primary care 
physician may be able to successfully petition the 
HMO to access necessary out-of-network care.

While transfer should ideally occur when the 
above criteria are met (stable medical conditions, 
readiness for adult model of care, and access to 
adult providers), healthcare systems may impose 
restrictions on the timing of transfer. For exam-
ple, in California, the county-based Title V pro-
gram, California Children’s Services (CCS), 
reimburses at higher rates than traditional 
Medicaid and allows patients to be seen at region-
alized medical centers. This expanded coverage 
terminates on patients’ 21st birthday. It may be 
difficult for patients to be seen by adult providers 
if they are ready to transfer prior to age 21 (as 
only pediatric providers typically contract with 
Title V); however after age 21, Medicaid may not 
cover pediatric care if the patient’s existing pro-
viders are out-of-network. Therefore, depending 
on state, young adults may face an abrupt, age- 
based change in healthcare coverage and pro-
vider access, which occurs regardless of readiness 
for transfer [15, 16].

Table 16.1 Troubleshooting common barriers encountered during transfer to adult care

Barriers Troubleshooting approaches

Unable to identify local adult provider • Search subspecialty professional organization’s provider directory

• Contact insurance company or Medicaid office to identify local 
providers or clinics

• For inability to find specialty providers, start with local primary 
care providers for assistance in identifying subspecialty providers

Unable to get appointment with local adult 
provider

• Schedule first adult visit before terminating care with pediatric 
practice, as it may take several months to get an initial 
appointment especially if the practice is oversubscribed and has a 
waitlist

Adult provider uncomfortable caring for 
patient with childhood- onset condition

• Pediatric provider may offer to provide ongoing consultation 
during the post-transfer period

• Telehealth may be used to conduct reimbursable joint patient visits

• Provide an expanded transfer summary to address management 
issues specific to disease such as routine screening/guidelines for 
condition or providing resources for provider

Unable to find an adult provider who 
accepts patient’s insurance

• Contact insurance company or Medicaid office to identify local 
providers or clinics

• For specialty services, work with local primary care to assist in 
finding specialty services. For those patients in remote areas, 
consider finding adult providers who provide telehealth to 
outlying areas and receive insurance waiver for treatment

Patient leaving pediatric practice prior to 
identifying an adult provider

• Provide patient with an up-to-date medical summary to share with 
new providers, which should include contact information of 
current pediatric providers to help facilitate knowledge exchange

16 Developing the Process for Transferring Care from Pediatric to Adult Providers
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 Transfer Planning and Logistics

In the immediate pre-transfer period, the 
 following steps should be taken by providers and 
practices to support a successful transfer to adult 
care:

 1. Systematically identify patients who are 
approaching the age of transfer.

 2. Determine the amount of support each patient 
is likely to need to transfer successfully.

 3. Orient patients and families to the adult 
approach to care.

 4. Help patients identify adult providers.
 5. Provide insurance resources, self- management 

information, and culturally appropriate com-
munity supports as needed.

 6. Create transfer documentation, including med-
ical summary and plan of care, and ensure that 
this information is received by adult providers.

Identify patients approaching the age of trans-
fer. In order to ensure that all patients are prepared 
for a timely transfer, it is helpful to systemati-
cally identify patients within the practice who are 
approaching transfer age. The age at which patients 
are identified should be guided by the practice’s 
transition policy (see Chap. 11). Standard elec-
tronic medical system queries can be developed 
and run on a scheduled basis, e.g., quarterly, to 
identify all patients who are within 18 months of 
transfer. See Chap. 12 for a discussion of transition 
registries to identify and track pediatric patients 
preparing to transfer to adult care.

Determine the amount of support each patient 
will need to transfer successfully. The need for 
transition support varies greatly among patients 

and families. While some patients will, without 
prompting, identify adult providers and ensure 
continuous insurance coverage, others will 
require significant support to prevent loss to fol-
low- up after leaving pediatric care. Patients with 
a history of loss to follow-up and poor adherence 
to the plan of care are at particular risk for failed 
transfer to adult providers [17, 18]. There are 
multiple tools in use to identify patients with the 
greatest need for support during transfer. One 
example is the “PREPARE” acronym [19] 
(Fig. 16.1), developed by Rebecca E. Sadun, 
M.D., Ph.D. and Richard J. Chung, M.D. (used 
with permission from authors), which provides a 
useful structure to help determine which patients 
will need extra support during transfer.

Orient patients and families to the adult 
approach to care. Patients should be prepared for 
their first visit with the new provider by orienting 
them to the expectations of patients in an adult 
practice. Specifically:

• The patient is the primary person that the adult 
provider will try to interact with unless the 
patient gives permission or asks the adult pro-
vider to include other individuals in the 
conversation.

• Some practices will require a form to indicate 
that they can share information with the par-
ent. It may be helpful to clarify the practice’s 
requirements on sharing information with 
other family members while scheduling the 
first appointment.

• The adult provider serves as a guide for the 
patient. As outlined in Chap. 15, adult care 
operates under a shared management model, 
which may differ from the more paternalistic 

• Prescription medications ( 2)?

• Referrals and subspecialists ( 2)?

• Exacerbations or hospitalizations (w/in the past 2 years)?

• Psychiatric, behavioral, or cognitive difficulties?

• Added challenges (autonomous skills like glucose finger sticks or self-

injections, allergies, ADL impairments, activity restrictions, etc)?

• Roadblocks to care (e.g., socioeconomic, linguistic, cultural, or family
structure challenges)?

• Engagement difficulties (e.g., prior no shows, lost to follow - up)?Fig. 16.1 Adolescent criteria 
for a successful transfer
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model of pediatric practice. The clinician pro-
vides guidance and will value autonomy of the 
patient, even if the patient decides against the 
clinician’s preferred management approach.

• Depending on the practice, the adult provider 
may not be completely familiar the patient’s 
condition, especially if the condition is rare. 
The adult provider will likely work with their 
network of colleagues to ensure that the 
patient receives appropriate care. While the 
adult provider will experience a learning 
curve, if they are willing to work with the 
patient, they will gain the expertise that is 
needed to ensure a long-lasting relationship 
and optimize health outcomes for the patient. 
The patient should understand that the adult 
provider does have a wealth of knowledge in 
adult-onset conditions and adult healthcare 
needs.

• Preparing a prioritized list of questions for the 
first visit may help the patient to get accus-
tomed to their more proactive role in the adult 
practice.

Help patients identify adult providers. As dis-
cussed above, several factors influence access to 
adult providers. While restrictions due to 
 geography and insurance may be in play, patients 
will appreciate referrals from their pediatric pro-
viders to trusted adult providers. Practices should 
consider compiling a list of local adult providers 
who are comfortable caring for young adults with 
childhood-onset chronic conditions and have 
successfully received former pediatric patients, 
which can be provided to patients prior to trans-
fer. Patients should also be encouraged to contact 
their insurance plan to obtain a list of in-network 
providers. Furthermore, if multiple subspecialists 
care for the patient, the order of transfer should 
be considered. It may be practical to first transfer 
the patient to adult-oriented primary care; the 
adult primary care provider can then facilitate 
referral to the appropriate adult specialists in the 
patient’s local insurance network.

Provide insurance resources, self- management 
information, and culturally appropriate commu-
nity supports as needed. Particularly for patients 
who will be aging out of a Title V program or 

child insurance program, active efforts to ensure 
insurance continuity are essential (see Chap. 8). 
These patients and their families should be 
encouraged to contact their Title V or Medicaid 
caseworker at least 1 year before coverage 
expires in order to create a plan to maintain con-
tinuous coverage. Patients may also benefit from 
self-management support as they prepare for 
adult-oriented care. See Chap. 14 for tools that 
can be used in the clinic setting to guide discus-
sions about self-management among providers, 
patients, and caregivers. Self-management 
resources exist across the spectrum of chronic 
conditions; foundations and patient advocacy 
organizations, such as the American Diabetes 
Association, the Arthritis Foundation, or the 
National Kidney Foundation, may be excellent 
sources. For other patients, culturally appropriate 
community supports may be particularly helpful 
in developing self-management skills. Local 
patient advocacy organizations, or local chapters 
of national organizations, are often able to pro-
vide culturally appropriate mentoring and sup-
port for patients and families at the time of 
transfer and beyond.

Create transfer documentation, including 
medical summary and plan of care, and ensure 
that this information is received by adult provid-
ers. One of the most critical components of a suc-
cessful transfer is ensuring that the adult provider 
has access to accurate and concise medical docu-
mentation prior to a patient arriving in their prac-
tice. This document may consist of a medical 
summary and emergency care plan, plan of care 
with transition goals and pending actions, final 
transition readiness assessment, and, if needed, 
legal documents, condition fact sheet, and addi-
tional provider records. The medical summary 
and plan of care should allow the adult provider 
to pick up where the pediatrician left off. Many 
organizations have provided medical summaries 
and transfer summaries, which are readily avail-
able online and can be adapted for an individual 
provider or clinic. Most transfer summaries share 
basic core elements (see Table 16.2 and Fig. 16.2 
for contents of a transfer summary) [20, 21]. 
Often, pediatricians assume it is sufficient to sim-
ply identify an adult provider and then consider 
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the transition and transfer work completed. 
Unfortunately, many patients and parents subse-

quently complain that the adult provider is 
unaware of their medical condition or is not pre-
pared for the initial encounter to establish care. 
This may be due to the fact that the adult provider 
received little or no information about the patient 
prior to their first visit, or alternately, that records 
were not provided in a concise format. It is 
impossible for an adult provider, in their limited 
initial visit, to adequately review up to two 
decades of medical records. Therefore, for a suc-
cessful transfer to occur, it is critical that the 
pediatric provider provides a concise transfer 
summary, including medical history and plan of 

Patient Legal Name: Preferred Name:

Date of Birth: Preferred Language:

elytSnoitacinummoCderreferP:tsiLmelborPevitcA (In case patient is non-
verbal, or blind or communication is facilitated by family) 

Current Medications: 

Summary: 

Problem-Based Immediate Care Plan: (a medical plan to help the new provider help prioritize
needs and immediate next steps at the first visit) 

Current Provider and Adult Provider Transfer Plan
Primary transfer contact: (designate person who is coordinating the transfer contacts)
Specialty  Pediatric Provider Adult provider Transfer Plan 

Past Medical History: 

Past Surgical History: 

Adverse reactions to any medications or treatments: 

Most Recent Vital Signs:

Immunizations:

Allergies:  

Family History: 

Social History:

Sexual History:

Cultural considerations:

Developmental History  

Social:      Cognitive:   
Fine Motor:      Language:   
Gross Motor:        
Speech - Assisted communication:  

Durable Medical Equipment Needs:  
Resources/Services Utilized:

Hospitalizations in past year:

Insurance lapses or financial hardships anticipated by patient within 3 years:

Patient’s ability to manage diagnoses and care plan:   
 Fully Independent       Some Support needed   
 Needs signi  Cannot manage without help 

Contact Information: 
Address:     
Mobile phone:     
Best way to reach:   
Insurance/Plan:

Emergency Care: 
Primary Emergency Contact:    Relation 
Mobile phone: 
Conservatorship or Advance Care Directive:  

cant support     

Group and ID #:  

Home phone:
Email:

Best time to reach:

Primary caregiver/guardianship:Fig. 16.2 Content of  
sample transfer summary

Table 16.2 Core elements of a transfer or medical 
summary

• Past medical history

• Past surgical history

• Current medication list

• Allergies and adverse reactions to medication

• Social summary

•  Current pediatric and potential future adult 
providers and transfer plan

• “Plan” for each condition
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care. Fortunately, many organizations have devel-
oped transfer and medical summaries to help 
pediatricians generate the key data elements 
needed by adult providers [1]. Ideally this sum-
mary is mailed, e-mailed, or faxed to the new 
adult provider with confirmation that the infor-
mation is received. If possible, a verbal 
 communication with the new provider is helpful 
to prepare for the visit, especially if there are 
ongoing critical healthcare needs or complex 
social situations. In addition, the patient should 
be provided with a copy of their transfer 
summary.

 The Transfer

The initial appointment with the adult provider. 
Once the new adult provider has been identified, 
the patient should schedule the appointment and 
notify the pediatric practice that an appointment 
had been made. The transfer process should be 
planned such that the pediatric provider has time 
to generate the appropriate transfer documenta-
tion prior to this first appointment. Patients 
should be prepared with a copy of the transfer 
documentation provided by the pediatric prac-
tice. Without transfer planning, these young 
adults will often “fall off” the pediatric provider 
panel because they are no longer eligible to see 
the provider due to insurance or age restrictions 
of the practice.

The adult provider and patient and the patient’s 
caregivers should expect their first appointment 
to be an introduction to the practice and an oppor-
tunity to address immediate needs. Follow-up 
appointments can be generated either solely with 
the adult provider or with appointments alternat-
ing between adult and pediatric providers until 
the patient is comfortable with their care in the 
adult practice.

 Considerations Post-transfer

During the transfer process, there is a period of 
time when the patient is waiting for their new 
adult appointment or perhaps has not quite estab-

lished all their care because of missing medical 
records or incomplete information. It is important 
to have a clear plan of action for the patient; until 
the adult provider has all the necessary informa-
tion to assume full care of the patient, the pediat-
ric provider is obligated to serve as a bridge for 
acute care needs. The purpose of bridging is not 
to extend care beyond the time of transfer decided 
by the provider and patient; rather, this process 
ensures that continuity of care is maintained and 
any acute needs are addressed.

To minimize attrition, the pediatric provider 
should follow up with the patient 6 months after 
the last pediatric visit to confirm that the patient 
either has an adult provider visit scheduled or has 
already been seen by the adult provider [17]. 
Patients often do not follow through on schedul-
ing an appointment with the adult provider, fail to 
appear at their first appointment, or cancel their 
first scheduled visit. It is not routine for an adult 
provider to seek out a new patient who does not 
show up or cancels their visit. The responsibility 
therefore belongs to the pediatric provider to 
assure that the transfer visit has been completed. 
This process can be performed by the pediatri-
cian’s administrative staff and integrated into 
routine practice. Another method to ensure trans-
fer is to schedule a final visit with the pediatrician 
after the patient has met with the adult provider. 
For patients with complex healthcare needs, this 
may allow for clarification of treatment plan in 
case any questions arise from the first visit with 
the adult provider. Further discussion on devel-
oping a system for ensuring transfer completion 
can be found in Chap. 18.

 Summary

Prior to initiation of transfer, the patient and fam-
ily should be prepared for the move to adult- 
oriented care through transition processes. 
Transfer planning must begin early enough to 
identify appropriate adult providers and mitigate 
potential barriers to transfer. Transfer should 
occur while the patient still has the ability to 
obtain care from the pediatric provider to prevent 
any lapses in care and maintain access to critical 
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medications or services. Ensuring that the patient 
has successfully transferred to an adult provider, 
either by follow-up phone call to the patient or a 
follow-up visit after the patient has met the adult 
provider, will help prevent loss to follow-up  
following exit from pediatric care.
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Preparing the Adult Practice 
to Accept Adolescents and Young 
Adults

Marybeth R. Jones, Marilyn Augustine, 
and Brett W. Robbins

 Introduction

High-quality health care requires productive 
interactions between a practice team and patients. 
Patients need the information, skills, and confi-
dence to make best use of their involvement with 
their practice team. Practice teams must have the 
expertise, relevant patient information, time, and 
resources to ensure effective clinical and behav-
ioral management [1]. When accepting an ado-
lescent and young adult with special healthcare 
needs (AYASHCN) into a practice, it is essential 
to prepare the practice team to meet the unique 
needs of this population. Senior leadership sup-
port, transition improvement team champions, 
and sufficient dedicated time are key resources to 
implement meaningful practice change [2]. The 
process of establishing the administrative struc-

ture and support for a healthcare transition pro-
gram and mobilizing pediatric providers are 
reviewed in Chaps. 9 and 10. Developing a 
healthcare policy is covered in Chap. 11. Here we 
will review the specific steps required to establish 
a self-sustaining transition structure and process 
within an adult (receiving) practice.

 Preparing the Office Environment

We will use Alexi’s case to consider adoles-
cent and young adult (AYA) patients with a single 
chronic illness who are planning for a first visit to 
the adult practice. Offering an AYA-friendly 
ambiance is important to patient satisfaction and 
to helping the young adult feel welcomed. This 
might include providing AYA-specific resources 
in the waiting room or on the office website or 
access to an office Wi-Fi password during wait-
ing times. AYA may appreciate the opportunity to 
voice their opinions on how to improve their 
office experience [3].

M. R. Jones, M.D., M.S.Ed. (*) 
Division of General Pediatrics, University of 
Rochester Medical Center, Rochester, NY, USA
e-mail: Marybeth_Jones@URMC.Rochester.edu 

M. Augustine, M.D. 
Division of Endocrinology and Metabolism, 
University of Rochester Medical Center,  
Rochester, NY, USA
e-mail: marilyn_augustine@URMC.Rochester.edu 

B. W. Robbins, M.D. 
Division of Adolescent Medicine, University of 
Rochester Medical Center, Rochester, NY, USA
e-mail: Brett_Robbins@URMC.Rochester.edu

17

Case

Alexi is coming to see you for her first 
appointment with an adult primary care 
provider, after being transferred from her 

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-319-72868-1_17&domain=pdf
mailto:Marybeth_Jones@URMC.Rochester.edu
mailto:marilyn_augustine@URMC.Rochester.edu
mailto:Brett_Robbins@URMC.Rochester.edu


158

 Creating a Process

Before implementing any changes, it is helpful for 
the adult practice that will be accepting AYA 
patients to develop materials and guidelines to 
standardize the transfer of care and to help pre-
pare patients, family members, and clinicians 
who will be involved in the process. Previous 
chapters have reviewed the development of the 
essential components of a transition program 
(Chaps. 11–14). In brief, input from local youth, 
family, and pediatric and adult clinician perspec-
tives should guide the revision and adaptation of 
existing tools into practice. At a minimum, these 
transition materials should be reviewed during a 
“get acquainted” visit with an AYA patient. 
Although data supporting the effectiveness of spe-
cific components of a transition program are lack-
ing [4], the six core elements of transition (www.
gottransition.org) have been recommended by 
adult and pediatric national societies [5, 6].

The six core elements’ transition policy, prac-
tice welcome letter, and FAQ materials describe a 
practice’s approach to accepting and partnering 
with new AYA-age patients and their families, 
including privacy and consent information. 
Materials can highlight information specific to a 
practice, such as the availability of medical infor-
mation and access to appointments, special ser-
vices offered by the practice, or refill requests 
through online- or app-based resources. Practice 
staff and clinicians may explicitly review expec-
tations for making and keeping appointments, 
using answering service or afterhours care, and 
obtaining refills (see Chap. 11). A key component 
to success in implementing components of a tran-

sition program will be to raise awareness and 
understanding of transition materials, to assign 
clear roles and responsibilities to ensure their 
use, and to identify care team members who can 
monitor and track success of transition improve-
ment initiatives in your practice [7].

An office staff member reviews the office’s 
transition policy, the welcome letter, and FAQ 
with Alexi. She is completing a self-care assess-
ment as you enter the room. You ask if Alexi has 
any questions about the orientation materials. 
She tells you that she saw the transition policy 
posted in the waiting room and she understood 
the staff member’s explanation of the materials. 
She knows that she received these same papers in 
the mail prior to the visit, and she thinks her mom 
read them. She and her mother decided together 
that Alexi would spend most of her visit alone 
today. Alexi wants to be sure that what she tells 
you is confidential and tells you that her mother 
expects to be a part of this visit at some point. You 
reassure confidentiality and let her know that she 
can provide consent to have (or not have) any 
friend or relative as part of any visit.

It is important that all medical staff and clini-
cians consider unique AYA needs. The prefrontal 
cortex, the area of the brain responsible for exec-
utive functions including planning, decision- 
making, and moderating complex cognitive 
behavior, is not fully developed until an average 
age of 26 (see Chaps. 2 and 3). For this reason, 
AYA patients will be different from older patients 
in an adult practice [8]. AYA patients have devel-
oped healthy and/or unhealthy lifestyles, and 
reinforcing preventative care and healthy 
decision- making is appropriate. While AYA 
understand health risks, they often overestimate 
the rewards of unhealthy behaviors. Many will 
still look to their parents for help with decision- 
making, even though they do not prefer to do so.

A practice might start by identifying staff and 
clinicians who have a specific interest in or more 
experience with caring for AYA. These may 
include younger, new graduates from training 
looking to build a practice or clinicians with teen-
age children at home. Clinicians should have 
strengths including an interest in developing rela-
tionships, patience with overcoming barriers to 

pediatrician’s office where she received her 
care since birth. She is a 21-year-old 
female and is living with her family. During 
the rooming process, her mother stays in 
the waiting room. Alexi shares that she 
liked having the Wi-Fi password available, 
allowing for internet access in the waiting 
room.
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medical adherence, and dedication to providing 
an inclusive care environment. Additionally, 
these clinicians need to be dedicated to providing 
good continuity of care, including spending time 
upfront to review previous records and condition 
fact sheets from pediatric primary care or subspe-
cialty providers.

 Implementing Components 
of the Transition Program

AYA start to disengage from regular preventive 
health care around age 15. Up to 15% of AYA 
(ages 19–25) report no identified primary care 
provider, and up to 40% have not seen a primary 
care provider in the previous year [9]. As a result, 
AYAs are the second highest utilizers of emer-
gency room services in the nation, second only 
to those over age 75 [10, 11]. To keep AYA 
engaged in preventive and primary care, popula-
tion health management techniques should be 
developed to identify and track them. AYA 
patients should be tracked through their first sev-
eral appointments, or age 26, to ensure engage-
ment in the adult healthcare system. Aligning 
this tracking effort with other population health 
initiatives in a practice (improvements in vac-
cine administration, cancer screening, or adoles-
cent counseling rates) is likely to increase the 
success and sustainability of transition improve-
ment initiatives. A champion for this initiative 
needs to be identified (see Chap. 10) and should 
set focused goals in order to achieve identified 
process and clinical outcome measures. A transi-
tion improvement team with pediatric, adult, 
patient, family, nursing, and care management 
members should plan to lead rapid cycles of 
practice improvement to measure and improve 
the success of integrating planned practice initia-
tives, such as the six core elements, into clinical 
workflows. In addition to monitoring process 
measures, which may be assisted with the use of 
transition planning tools (see Chap. 14), the tran-
sition team needs to consider clinical outcomes 
to provide evidence for meaningful practice 
improvements. The definition of successful tran-
sition from pediatric- to adult-based care has not 

been established. The “Triple Aim” provides a 
framework for key outcomes, with goals of 
improving patient experience, healthcare 
resource utilization, and clinical outcome mea-
sures [12]. Additional key outcomes aim to opti-
mize young adult quality of life and functional 
status [13, 14].

You have reviewed Alexi’s previous records in 
advance of her appointment. She has a history of 
mild persistent asthma and has been prescribed 
inhaled corticosteroids by her pediatrician. She 
struggled with her school performance during 
mid-adolescence and was diagnosed with anxiety 
and depression. These were successfully treated 
with psychotherapy and medications that were 
tapered off at the age of 19.

Ideally, prior to the first visit, office staff 
should ensure receipt of transfer package from a 
pediatrician, which may include components 
such as an AYA patient’s final transition readiness 
assessment, plan of care with transition goals and 
pending actions, medical summary and emer-
gency care plan, and, if needed, legal documents, 
condition fact sheet (a brief summary of congeni-
tal disorders that may be rare among adult 
patients), and subspecialty provider records. The 
use of population health management strategies 
can assist staff members in tracking and collect-
ing this information and providing it to the 
accepting clinician in advance of the first “get 
acquainted” visit.

Alexi shares with you that she uses her pre-
scribed inhaled corticosteroid correctly on an 
average of 6 days each week immediately after an 
exacerbation. She admits that this consistent use 
wanes as time goes by when she is feeling well. 
She has an average of two exacerbations annu-
ally, usually around the time of year her seasonal 
allergies flare and when she has not been using 
her inhaled corticosteroid routinely. Her triggers 
are upper respiratory infections, seasonal aller-
gies, and tobacco smoke. In reviewing her self- 
care assessment, you note that she understands 
and is fervent about spacer use but has a vague 
understanding of the role of her inhaled cortico-
steroid. She prefers e-mail or text messaging for 
communication and reminders as she rarely 
answers her phone.

17 Preparing the Adult Practice to Accept Adolescents and Young Adults
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Similar to the transition readiness assessment 
completed during pediatric years (Chap. 13), a 
self-care assessment helps a clinician to gather 
information on a patient’s perception of their own 
health literacy. It can help to provide insight into 
an AYA’s knowledge, beliefs, and motivations to 
self-manage their health care. It can help guide 
conversation about chronic care management 
skills during an encounter and ensure that a 
patient’s questions and needs are met.

 Preparing the Patient

After a discussion about the role of inhaled 
corticosteroids, you realize you will likely have 
to repeat and reinforce this at future visits, 
likely just as her pediatrician did. You give her 
the instructions on accessing her chart through 
the internet so she can get text message or 
e-mail reminders, renew medications, ask 
advice, and make appointments through her 
chosen route of communication. You also ask 
questions about her background and social 
history. She has never smoked cigarettes. She 
denies substance abuse. You discuss her sexual 
health and options for contraception. She 
reports having a good support system and 
screens negative for mental health concerns 
today.

It is important to provide the patient with age- 
appropriate self-management tools. Often teens 
will prefer web-based tools [3]. Comprehensive 
AYA care also includes an assessment of risky 
behaviors and mental health comorbidities, as 
they are the most common causes of morbidity 
and mortality in this population.

 Establishing the Comprehensive 
Care Team

After discussing and agreeing on a 3-month 
follow- up visit, you invite her mother in for fur-
ther questions. The mother asks what happened 
at the visit, and you reply that Alexi has a good 
handle on her health and health issues and that 
you welcome her to the practice and plan on fol-
lowing her closely for the first year as you both 
get accustomed to the new relationship and logis-
tics of her care. Her mom is wondering if she’ll 
need to see any subspecialty doctors soon.

The availability of adult clinicians who are 
trained in and comfortable managing specific 
childhood-onset chronic conditions will dictate 
the need for additional subspecialty referrals 
[15–17]. Often, adult primary care will be the 
first receiving practice of an AYA patient and can 
help coordinate additional referrals as needed [6]. 
Typically, AYA with simple or no chronic ill-
nesses will be transferred directly from the pedi-
atric to the adult primary care clinician. In 
addition to the pediatrician, adult clinicians 
should be prepared to discuss a patient’s specific 
needs with any pediatric subspecialty team mem-
bers in order to determine the optimal adult care 
team. AYA with more complex chronic illnesses 
will often need transfers involving both direct 
primary care pediatric to primary care adult pro-
vider communication and pediatric subspecialty 
to adult subspecialty communication. See 
Table 17.1 for lessons learned during the process 
of accepting AYA into an adult practice and 
Fig. 17.1 for possible relationships between the 
pediatric and adult primary care and subspecialty 
providers. The next chapter will address the com-

Table 17.1 Lessons learned for successfully accepting AYA into a practice

• The adult practice needs to collaborate with the pediatric practice and the patients

•  The adult practice needs to share the design of a systematic process of accepting an AYA into a practice (i.e., six 
core elements) with the patients, their families, and their pediatric providers

•  Understand that the 18–26-year-old age group is unique in their cognitive development and many continue their 
reliance on parents for assistance

• Be explicit, concrete, and consistent in your expectations, directions, and teaching

• Be prepared to receive transfers from both pediatric primary care and specialty providers

M. R. Jones et al.
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plexities of establishing a comprehensive care 
team and ensuring transfer completion in more 
detail.
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Establishing a System for Ensuring 
Transfer Completion

Niraj Sharma, Kitty O’Hare, and Ahmet Uluer

Preparing the transfer of a young adult with a 
chronic condition from pediatric to adult- centered 
medical care requires a well-thought-through 
process to ensure success. This chapter begins 
with two contrasting patient experiences.

This vignette highlights several systems issues 
that could have allowed Maria to stay healthy and 
productive. The pediatrician has the responsibil-
ity to prepare her for the transition to adult care. 
Maria should have been educated about her dis-
ease and the responsibilities associated with 
managing it, such as scheduling appointments, 
learning about health insurance and its relation-
ship to transition, and filling prescriptions.

Equally important is identifying and partnering 
with an adult provider as part of routine practice. 
This facilitates provider-to-provider communication 
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Case Vignette 1

Maria is a 20-year-old female with a his-
tory of type 1 diabetes mellitus who pres-
ents to the emergency room feeling ill. As 
part of the initial work-up, it is found that 
her blood sugars are very high and she is 
noted to have acidosis. She confides that 
she has not seen a physician or a specialist 
for her diabetes since she was 18 years old, 
when she lost her health insurance. At that 
time, she was told by her pediatrician that 
it was time for her to find an adult doctor. 
She reports that she has lost a lot of weight 
and has not had her menses in 2 years. She 

works part-time but has a difficult time 
maintaining her job because she rarely 
feels well. She found it challenging to regu-
larly obtain insulin or other supplies due to 
her lack of insurance and access to a 
physician.
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so that when the transfer takes place, there is a 
method in place to ensure patients are not be lost to 
follow-up. This could include following-up after the 
transfer has occurred and obtaining feedback from 
Maria to improve the process for future patients.

The care of young adults with chronic con-
ditions was particularly challenging in the era 
before the Affordable Care Act (ACA). The 

ACA expanded healthcare access for young 
adults through several provisions, including an 
allowance that young adults could stay on their 
parents health insurance until they are 26 years 
old [1].

Maria’s case can be contrasted with another 
complex case of transition and transfer with a 
better outcome.

Case Vignette 2

Josie is a 23-year-old woman referred to the 
transition program at a freestanding children’s 
hospital due to recent failure in transitioning 
care to an adult medical home as well as for 
medical co- management. Her complex medical 
history includes mast cell activation syndrome, 
recurrent anaphylaxis with multiple drug and 
food allergies requiring admission to the inten-
sive care unit, dysfunctional uterine bleeding 
with concern for endometriosis, chronic chest 
pain with dyspnea due to obstructive lung dis-
ease, seizure disorder, protein-calorie malnu-
trition with gastrostomy tube placement, 
history of upper and lower GI bleed, and acute 
and chronic pain involving multiple joints and 
back. Previous attempts with transition ended 
with Josie returning to the pediatric emergency 
department despite appointments being made 
at the nearby adult institution.

Team members from the Boston Children’s 
Hospital Transition Program received a con-
sult regarding this patient. Transitional care 
tools were administered, including the 
Transition Readiness Questionnaire (TRAQ) 
[2], screening for depression (PHQ-9 [3] and 
anxiety (GAD-7 [4]), identification of health-
care proxy, and sexual health, alcohol, and 
drug use history. In addition, the consult team 
identified barriers to her transition. This 
included reaching out to her primary care 
pediatrician and subspecialists individually to 
better understand her medical history and 
barriers to transition from a provider perspec-
tive. These discussions led to a personalized 
and thoughtful approach to identifying provid-
ers at adult institutions. Once stakeholders 

were identified, a combined conference call 
and in-person meeting were arranged for all 
providers to attend, and subspecialists were 
connected electronically. Key adult providers 
also met with Josie prior to transfer of care.

During the following year, Josie continued to 
be admitted to the children’s hospital where her 
usual emergency care plan was implemented. A 
similar care plan, molded by the framework of 
adult hospital, was also developed, shared with 
the patient and others in her care team. Josie 
was kept updated throughout the process and felt 
empowered by the knowledge of discussions 
between members of her care team. A second 
teleconference was arranged and a timeline of 
final preparations was created, transitional care 
assessment was reviewed and remediated, and a 
date of full transfer including emergency care 
was established. The emergency room at the 
adult institution also uploaded her emergent 
care plan easily identified in their electronic 
health record platform.

Josie had her first successful admission to 
an adult hospital 14 months after her initial 
consultation for transitional care support and 
has not returned to the children’s hospital for 
emergent or ambulatory care since that time. 
The transitional care team remains in contact 
with Josie and provides support at the adult 
institution. A post-transfer interview identified 
some issues, but the overall experience of the 
patient was positive, and she feels comfort-
able with the care she is receiving from her 
adult medical home. Her providers all 
expressed gratitude for the completeness of 
her transitional care work, and previously 
identified barriers were resolved.
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Although Josie’s medical care is in many ways 
more complicated than Maria’s, there is a clear dif-
ference in the outcome. Josie did not begin learning 
about transition as an adolescent as is recom-
mended [5], but she did benefit from the existence 
of a formal transition program at her institution.

In the event that a hospital or department 
decides to establish a transition consult service, 
the recommended goals of such a program should 
include:

 1. Inpatient and outpatient transition consulta-
tion: the consult service can be called to assist 
in the transition process, including overcom-
ing barriers, identification of adult providers, 
care coordination with public agencies exter-
nal to the healthcare system, and care integra-
tion into adult services [6].

 2. The flexibility to assist with routine healthy 
adolescents; patients with chronic medical 
conditions (e.g., diabetes, cystic fibrosis); 
patients with developmental disabilities (e.g., 
autism); patients with mental health condi-
tions, including substance use; and patients 
with technology dependence or other medical 

complexity (e.g., tracheostomy, gastrostomy, 
ventilators).

 3. Adult medical co-management for conditions 
such as management of deep vein thrombosis, 
hypertension, type 2 diabetes, or perioperative 
management of adult-age patients.

 4. Education of care teams, trainees, patients, 
and families.

 5. Coaching teams in systems redesign and qual-
ity improvement strategies to facilitate a 
smoother transition process.

 6. Advocacy for young adult health at the local, 
regional, state, and federal levels.

 7. Development of tools to facilitate care transi-
tions. These tools include, but are not limited 
to, electronic health records flow sheets, por-
table medical summaries, resource directo-
ries, and how-to guides.

Key team members of a transition consult ser-
vice and their possible roles can be seen in 
Table 18.1. There will be overlap in roles. An 
example of transition care process can be seen in 
Fig. 18.1. There are seven key elements to this 
transition process.

Table 18.1 Key team members of a transition consult service and their roles

Team member Role

Patient/family advisor Consumer perspective on scope of services

Community needs assessment

Available as coach or mentor to other patients/families

Physician Team leader

Background in Med-Peds or Adolescent Medicine very helpful

Establishes and strengthens links between pediatric and adult health systems
Advises on routine adolescent/young adult health needs
Develops protocols for adult medical condition management (DVT, stroke)
Assists with medical condition co-management as needed during the period of 
transfer

Advanced practice clinician Assess unmet medical needs at the time of transfer

With the physician, may provide medical condition co-management as needed 
during the period of transfer

Performs inpatient consults

Providers day-to-day care on the inpatient service

Nursing Assesses patients’ readiness to transition to adult care

Educates patients around disease self-management and self-care

Educates patients around medication use

Assesses patients’ home care needs

(continued)
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Table 18.1 (continued)

Team member Role

Social work Assesses mental health needs

Provides referrals to community mental health services

Assists families with guardianship applications

Counsels families around advanced directives and shared decision-making

May provide short-term mental health treatment around the time of transfer

Navigator/community health 
worker

Assesses resource needs and develops resource directories

Connects patients/families to community-based resources

Assists patients/families with scheduling their first adult medical appointments. 
May accompany patients to their first visits

Advises the team on cultural considerations and community needs

Administration Manages the day-to-day business affairs of the team

Manages grants and philanthropic funds

Coordinates outreach efforts

Technology Consultant Works with the team to develop EHR-based care plans, questionnaires, and 
tracking tools

Serves as a consultant around strategies to share health information electronically

Hospital champion High-level administrator who advocates for the transition team’s activities at 
hospital level committees
Establishes and strengthens links between pediatric and adult healthcare systems

Provides legislative advocacy

Alerts the transition team to opportunities for grant funding or philanthropic 
support

Community partner Could include the state Title V agency, the state Medicaid plan, Department of 
Public Health, nonprofits, and/or state medical societies

Advises the team on new opportunities for collaboration and funding, as well as 
the latest state/federal regulations

Provides legislative advocacy

Identify transition age
patients followed by the

pediatric team

Communicate with family,
patient and staff on transition
and process via letter, email,

family education day, etc.

Assign members of
multidisciplinary team as
“transition coordinator”

Tools for transition reviewed
and available in clinic as hard

copy and electronically

Presentation to adult team at 
quarterly meeting

Pediatric and adult team 
assess timing of transition

Adult provider meets
with family

• Electronic transition directory with tools for staff

to work with patient and family

• Transition Coordinators works with staff, patient

and family during clinic visits and hospitalizations

• Web-based education tool initiated by

outpatient or inpatient team

• Complete transition check list

• Patient and family ready for transition

• Tracking tool for patients progress to transition Transfer care to adult team

Fig. 18.1 Transition care process. Used with permission from the Boston Children’s Hospital and Brigham and 
Women’s Hospital Cystic Fibrosis Center
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 Build and Maintain Partnerships 
with Pediatric Primary 
and Specialty Care Providers

In some respects, this was the most challenging 
aspect in addressing Josie’s case. Many pediatric 
specialty providers become the de facto primary 
care provider (PCP) for those with chronic illness 
as patients become more reluctant to engage with 
PCPs, particularly as visits to specialists become 
more frequent. However, with increasing age, a 
healthcare system requiring referrals and attention 
to surveillance and preventative care for adults 
necessitates the transfer to adult providers.

With Josie, when she would fall ill and present 
to the adult hospital, there were no identified 
medical providers for her. As a result, she would 
not receive adequate care as the adult providers 
did not know how to treat her and she would 
make her way back to her pediatric providers.

The establishment of the transition consult 
service allowed the team members to take advan-
tage of existing relationships to coordinate Josie’s 
care. In her case, it was helpful that there was an 
adult medical system associated with the pediat-
ric hospital. As such, the key leaders at the pedi-
atric and adult facilities could be brought together 
to develop a plan that could be presented to Josie. 
Beginning the process with a higher-level discus-
sion, rather than finding individual physicians for 
each patient, allows for a more efficient transition 
and transfer process to begin. For Josie, involve-
ment of her newly identified adult PCP early in 
the process helped preemptively address poten-
tial future barriers to transition.

 Assist the Young Adult to Connect 
with Adult Specialists and Other 
Support Services

One of the decisions that assisted the most in 
Josie’s case was including her in all of the discus-
sions regarding her transition and transfer. A 
critical part of transition readiness is the achieve-
ment of self-advocacy and self-management, but 
these skills often continue to mature after transfer 
of care to an adult medical home. It is not enough 
to simply provide a contact number for an adult 

specialist to a patient, and it is not optimal for 
pediatric providers to just send medical records 
to an adult provider without first discussing the 
case [7]. In a study from 2011, the researchers 
interviewed 24 young adults, 24 parents, and 17 
providers, all of whom agreed on the need for 
better organization and communication among 
pediatric and adult providers.

Josie’s case of a successful transition had 
much to do with the personal correspondence 
between specialists, whether in person, telecon-
ference, or email, as the conversation led to a 
more substantive discussion about issues that 
cannot be shared via medical records alone. 
Some of these nuances may lead to disruption in 
care if expectations are not properly calibrated. 
For example, confrontation may be averted if 
providers understand how a patient might engage 
them about particular therapies without the pro-
vider feeling undermined.

 Communication Between Pediatric 
and Adult Providers in the Period 
Between the Last Pediatric 
and the First Adult Visit

An unplanned transition process often leads to an 
increase in emergency room utilization, worse 
health outcomes, and poor adherence to preventa-
tive therapies [8]. As can be seen with Josie, the 
transition program team ensured that there was 
ongoing and open communication between the 
adult and pediatric providers. It is critical that as 
the process is progressing, all the providers are 
given an opportunity to allow potential problems 
to arise and solutions identified.

 Communication from the Adult 
Providers to the Pediatric Providers 
Confirming Transfer into the Adult 
Practice and Consultation 
with the Pediatric Providers(s) 
as Needed

Transfer to adult care does not mean that the rela-
tionship between the adult and pediatric provid-
ers ends. As noted in the vignette, the transition 
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consult team remained in contact with the medi-
cal care teams to ensure the smooth transition 
process. It is also important to note that although 
there was a great deal of preplanning, unantici-
pated issues arose. The pediatric team remained 
available to address any questions that arose to 
assist in Josie’s ongoing care.

 Continue with Ongoing Care 
Coordination Tailored to Each 
Young Adult

In Josie’s case, the transition consult service con-
tinued to provide care management until she had 
successfully transferred to the adult providers. In 
reviewing other transition programs, a variety of 
other models have been attempted. As an exam-
ple, a study utilizing web based and SMS text 
messaging to assist adolescents with chronic ill-
ness demonstrated improvement in disease man-
agement skills, health-related self-efficacy, and 
patient-initiated communications [9]. This ran-
domized control study tailored an approach that 
is aimed at the needs of a particular “generation” 
as opposed to a “disease-specific” model for 
those with chronic healthcare needs without cog-
nitive delay. Other programs continue to endorse 
creation of a disease-specific approach and report 
success [10, 11]. Godbout et al. implemented 
both universal and endocrine disorder-specific 
questionnaires to help create a tailored transition 
program. Most notably, care coordination has 

been shown to greatly assist achieving transition 
care process outcomes [12].

 Referral Tracking and Loop Closure 
Between the Last Pediatric 
and the First Adult Visit

As with any transfer between specialties, it is impor-
tant to avoid getting lost to follow-up, which is what 
happened to Maria in the first vignette. Given the 
success that has occurred with the improvement in 
pediatric survivorship, ensuring that a patient fol-
lows through to engage in adult care is critical. 
Patients must first learn responsibility and adher-
ence. Beyond that, there are opportunities for pro-
cesses to be developed that can reduce any lapses.

Josie’s case illustrates key steps for the success-
ful transfer from pediatric to adult care (Table 18.2). 
First, Josie was involved from the beginning in 
developing a transfer plan, which gave her owner-
ship in her success. Second, there was direct com-
munication between the adult and pediatric 
providers. This opened a line of communication to 
answer questions or address problems that could 
arise, such as missing appointments. Third, a sum-
mary of her medical records was given to the adult 
providers, and appropriate care plans were uploaded 
to the adult healthcare providers’ electronic health 
records in advance. All of this required forethought 
and action on the part of the patient and the pediatric 
and adult providers but results in an overall success-
ful transfer to adult care.

Table 18.2 Steps for successful transfer from pediatric to adult care

1. Achieve understanding with patient and/or family to proceed with transition process

2. Identify adult PCP as key team member to coordinate transition

3. Communicate with all providers, if possible, together in person or via teleconference to identify barriers and 
adult specialists

4. Patient and/or care coordinators make appointments with adult specialists

5. Connect pediatric and adult specialists individually or as group to communicate medical and transition 
management

6. Alternate visits during a specified period and provide other support as needed

7. Transfer care while pediatric specialists remain available for consultation

8. Transition team to monitor patient following transfer for feedback and support

N. Sharma et al.
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 Elicit Feedback from Young Adults 
to Assess Experience with Adult 
Health Care

Obtaining feedback from all of the participants 
when transitioning a patient to adult care is criti-
cal not only for improving the care of the indi-
vidual patient but also for improving the process 
for future patients. The feedback should be 
obtained from the patient, family, and pediatric 
and adult medical providers. As with Josie, she 
experienced a positive transition and transfer. 
The lessons learned from her case inform the 
quality improvement efforts for future transition 
and transfer. Every transfer is different, but it is 
incumbent on the leaders of these transition pro-
grams to learn from each experience to improve 
the process to ensure positive outcomes.

 Conclusion

The transfer to adult care can be successfully 
achieved even in the most complex cases. It is 
beneficial to have case management to assist in 
coordinating the efforts. Developing relation-
ships at a higher level between institutions cre-
ates opportunities and assists in aligning 
interests in transfer. Furthermore, establishing 
open and ongoing relationships between pedi-
atric and adult providers can help anticipate 
and prevent problems with transfer. Most 
importantly, involving the patient and caregiv-
ers in the process and obtaining their feedback 
throughout allows them to play an active role 
and invest in the effort to ensure a successful 
transition and transfer outcome.
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Defining Successful Transition: 
Young Adult Perspective
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 Successful Transition

In the previous chapters, you have learned about 
the different aspects, processes, and stakeholder 
perspectives of specifically health-care transi-
tion. However, what constitutes a well-rounded, 

successful transition from the perspective of an 
adolescent or young adult with special health- 
care needs (AYASHCN)? The two authors have 
made the transition to adulthood and will share 
their perspectives.
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Case

Katie is a 20-year-old woman who is starting 
to navigate the adult health-care system. Katie 
was born with cerebral palsy and uses a power 
wheelchair for mobility. She often wonders 
why she must make such large changes to her 
health care as an adult, such as switching from 
a pediatric provider to an adult provider or 

keeping track of all of her medications while 
she goes to college. She understands she must 
be healthy in order to achieve her goals for 
adulthood, but what does it take for success? 
As Katie thinks about her future, she must 
consider all of the important components and 
skills that contribute to a successful transition 
(see Fig. 19.1).
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 Community and Social Network

Katie learned at a young age that inclusion and 
integration are crucial to her success. Katie’s 
parents encouraged her to join extracurricular 
activities that fit her passions, goals, and needs 
during high school, and it was in those activities 
that Katie starting building her own support sys-
tem. For Katie’s parents, it was always a chal-
lenge to be in-between letting her take risks 
while allowing her to be integrated into adoles-
cence experiences. Katie was persistent with her 
parents about her wishes to participate in the 
same activities as her friends and not partaking 
in anything that separated her from her peers. 
She built a support network of her peers at school 
and had good relationships with her medical pro-
viders, high school staff, and public transporta-
tion staff as she started to navigate independent 
living. Katie found the network of support she 
built was helpful when it was time to transition 
her life into college and employment. The small-
est connection to the local pharmacist in her col-
lege town helped her have a successful transition 
because the pharmacist became familiar with 
Katie’s medication. Even with a typical busy 
college schedule, Katie found a way to always 

keep in touch with the pharmacist for her medi-
cation needs.

Katie carried her communication and charis-
matic skills to college. She knew when to advo-
cate for her needs and when to just have fun with 
her college peers. These skills enabled Katie to 
build a strong bond with her friends and explore 
romantic relationships.

Things for the AYASHCN to think about:

• Who can you rely on in a new town or 
setting?

• Does your participation in activities require 
accommodations? If so, know who to talk to.

• How to communicate with family members or 
parents about risk taking and being a normal 
young adult. What is important for them to 
know?

 Financial

As Katie is thinking about moving out on her 
own, there are a few critical decisions she needs 
to make to set the foundation: Where will she 
live? Will she live by herself or with someone 
(and who)? And, what will her budget be?

Skills 

• Advocacy

• Endurance

• Education

• Leadership

• Resiliancy

Components of Successful Transition

• Community or Social Network

• Employment

• Housing

• Finances

• Health Care

Fig. 19.1 It is important to keep in mind that the components of a successful transition are accompanied by 
skills that allow for the success of a transition into adulthood
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In today’s pop culture and media scene, it is 
difficult to find something targeted toward 
young adults that accurately portray the idea of 
living independently for the first time. Often 
depicted with large, glamorous city apartments, 
drinks with friends, and ordering takeout, while 
the reality is that all those things cost money, 
and rarely do we see the characters doing any-
thing to earn income. Going from living at home 
with her family to living on her own, Katie will 
have to think about her monthly expenses and 
how she will afford them. Will she have her own 
cell phone or remain on her family’s plan? Will 
she want cable? How much will she pay for food 
and groceries? What will her electricity/gas/
water bill be? Will she need money for 
transportation?

These decisions will influence where she 
chooses to live and if she decides to have a room-
mate to share these expenses. Since Katie has 
complex medical needs, she will need to think 
about how her financial life will impact her health 
care and about insurance coverage. Because of 
the Affordable Care Act, or ACA, Katie can stay 
on her parents’ insurance until she turns 26 
whether she lives in their home or on her own [1].

Katie is enrolled in her state Medicaid pro-
gram which covers the things her parents’ private 
insurance does not cover. Katie will need to be 
thinking about insurance coverage, beyond her 
current status. If she works, will her employer 
provide adequate insurance coverage? If it is not 
adequate, what will she need to do to maintain 
her secondary coverage with Medicaid? As part 
of the ACA, 31 states expanded Medicaid to pro-
vide coverage to adults with disabilities who earn 
over the income limit for standard Medicaid [2]. 
This option (often referred to as “Medicaid 
Buy-In”) allows participants to pay a monthly 

premium based on their income to access ser-
vices and supports provided by Medicaid. Katie 
will need to factor this into her monthly budget if 
she needs to buy into Medicaid to keep her com-
munity supports and additional health-care cov-
erage that help her to be independent (see Chap. 
8).

If she does not buy into Medicaid, she will 
need to calculate her deductible and out-of- 
pocket costs under her private insurance cover-
age. Since Katie was in school and not working, 
she has been receiving Social Security Income 
(SSI). Once she moves out and begins working, 
she will need to report her change in income 
and make sure that her income is sufficient to 
meet all her monthly expenses. She can do this 
through the Social Security website or over the 
phone, but legally, it is Katie’s responsibility to 
notify them that she has begun working. 
Depending on how much she will be making at 
her new job, this may reduce her benefits. Katie 
may also have the option to not receive a pay-
ment but remain eligible for SSI in order to 
receive services through Medicaid. Katie must 
report her changes within 10–12 days of when 
the changes occur, or she risks losing her 
benefits.

Things for the AYASHCN to think about (see 
also Table 19.1, below):

• Understand income and monthly expenses, 
including bills and recreation. An Excel 
spreadsheet can be used to track bills, income, 
and savings.

• Include expenses like cell phone, cable, or 
other things that may have been paid by some-
one else before.

• Will expenses will be paid independently or 
split between people who are living together?

Table 19.1 Useful resources for understanding finances and benefits

Finance and budget information Resource website

Social Security Administration and SSI/SSDI 
information

https://www.ssa.gov/

Information about health-care coverage https://www.healthcare.gov/

Simple budget worksheet https://www.moneyunder30.com/really-simple-budget-worksheet
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• How will health insurance or out-of-pocket 
costs impact being able to pay bills or save 
money?

• Income limits for any essential program or 
services that are needed to live 
independently.

 Housing

Katie has a conversation with her family about 
housing options since she is ready to move out! 
She decides it would be best for her to live with a 
friend who wants a roommate and wants to live 
in the same area. If Katie did not want a room-
mate, she would have to hire someone to help her 
around the house, for example, reaching things, 
cooking meals, doing laundry, buying groceries, 
and running other errands.

Now that she knows who she will live with, 
Katie and her friend need to find an affordable 
place to live. This means thinking about things 
that her peers might not have to think about: If 
they choose to live in an apartment building, she 
will need a wheelchair accessible unit or will 
need to discuss reasonable accommodations and 
learn the building policies to request them. Katie 
and her friend make a list of what they will want 
in an apartment and anything that Katie may need 
specifically. The list includes:

• Within budget for rent (both will pay $500, 
can look for units up to $1000)

• Level entry (no stairs to get in building)
• Washer and dryer in unit
• Close to public transportation
• Accessible health care (specifically Katie’s 

providers and hospital)
• ADA compliant doorways

• Bathroom large enough to enter, turn around, 
and close door

• Spacious kitchen
• Oven with controls on front vs. behind burners 

(request as reasonable accommodations)
• Elevator or first floor apartment (in case eleva-

tor is out of use during fire)

After touring a few apartments, they agreed to 
fill out applications. If a person is interested in 
the apartment, they must be approved, to show 
that they will be a responsible tenant who will 
follow the rules and pay their bills and rent on 
time. During this process, a fee and deposit are 
usually required. The cost of these varies, just 
like the cost of rent, and all buildings have differ-
ent application processes. Potential tenants must 
prove that they can pay for the apartment and that 
they can afford rent each month. This is done 
either through showing paystubs to prove how 
much money is made (which must be more than 
three times the rent each month) or by showing 
that there is enough money saved in an account to 
equal 3 months’ rent.

When applying for an apartment, the property 
management might run the potential tenant’s 
credit score. A credit score is the result of finan-
cial actions a person has taken and the results, 
such as, the amount of debt, lines of credit, and 
whether credit card payments were late or on 
time. Table 19.2 lists resources to help with hous-
ing decisions.

It is important for young adults to learn about 
credit, debt management, and how the financial 
decisions they make can impact their long-term 
financial goals. Young adults are often the target 
of credit card and loan offers, as well as debt 
repayment scams with high interest rates. Many 
schools do not teach these life skills, so as Katie 

Table 19.2 Useful resources for navigating housing options

Housing information Resource website

Money Smart financial curriculum https://www.fdic.gov/consumers/consumer/
moneysmart/adult.html

Fair housing and accessibility https://www.ada.gov/doj_hud_statement.pdf

Americans with Disabilities Act Checklist for Readily 
Achievable Barrier Removal

https://www.ada.gov/racheck.pdf
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is thinking about her financial future and how she 
will be managing her expenses, she may want to 
have this conversation with her family or with a 
mentor who has a healthy relationship with 
finances. Just like some health topics, money can 
be uncomfortable to talk about, but to achieve 
success, it is necessary to have these conversa-
tions! Our suggestion is to start these conversa-
tions early. For example, when the first credit 
card is obtained, plan on paying the principal 
monthly, not just the interest payment.

Things for the AYASHCN to think about re: 
Housing

• Paying Rent. Who will pay how much? What 
is the highest that everyone can afford 
monthly?

• Location. Urban or rural? What type of trans-
portation is available?

• What accommodations will be needed? Make 
a list. Don’t forget little things like where the 
mailbox will be and how you turn your key!

• Prepare all documentation before applying. 
Get copies of all sources of income and 
identification

• Applications cost money. Be clear on all up- 
front costs and what is required to move in!

 Employment

Katie has always wanted to become a lawyer. 
Her passion is to defend those who are vulnera-
ble and underrepresented, like herself. She was 
accepted to a university in a town that is 1 hour 
away from where she was born and raised and 
plans to obtain her bachelor’s degree prior to 
moving on to graduate school to pursue her 
career in law. Her university receives federal 
financial assistance; therefore, Katie is entitled 
to disability accommodations in school, under 
Section 504 of the Rehabilitation Act of 1973 [3]. 
She connects with her Office of Disability 
Services at the University and begins the process 
to receive accommodations.

Educational accommodations for Katie could 
include:

• Exams in digital formatting (versus paper)—
due to fine motor skill limitations

• Extended time on exams
• Flexible attendance—due to winter weather 

and wheelchair mobility difficulties and/or 
spontaneous medical incidents due to 
disability

Educational accommodations for someone 
with a learning disability could include:

• Extended time on exams
• Digital format for textbooks or exams
• Word processing and dictation software
• Access to notetakers in classes and tutors

While in school, Katie wants a part-time job. 
One difference between this job experience and 
a full-time job is access to employee benefits 
and health insurance. She knows that in the 
future, benefits and health insurance will be a 
priority when she is deciding on where she 
wants to work. As a low-income student with a 
disability, Katie is currently on her state 
Medicaid plan, so a part- time job without bene-
fits is suitable for this phase of her life. When 
the time comes for a full-time position complete 
with benefits and health insurance, Katie must 
assess her health needs and choose the health 
insurance plan that best fits her needs. If she 
chooses to utilize Medicaid, Katie knows that 
there are programs for working individuals who 
need Medicaid [4].

She wonders if the accommodation process at 
work is the same as the process she utilizes in 
college. Through her experience in obtaining a 
part-time position at the local bookstore, she 
learns that communication is the key to a suc-
cessful employment experience. Through several 
job interviews, Katie found that disclosing her 
disability was hard. She found it helpful to not 
disclose her disability until the first interview 
with each employer, as opposed to before the 
interview. Sometimes disclosing prior to the first 
interview causes the employer to focus the job 
interview on the needs of the interviewee, instead 
of focusing on the job responsibilities and expec-
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tations of the prospective employee. During the 
first interview, Katie discusses only what she 
deems is necessary for the employer to know, in 
order for the organization or company to success-
fully accommodate her. She talks about how the 
accommodations would enable her to perform at 
her best and be successful in her work for the 
company. Katie, the company’s human resources 
department, and her employer agree to an open 
communication plan—allowing her to communi-
cate about how things can change or be modified 
as they see fit.

Skills that are a catalyst to success in obtain-
ing and keeping employment include education, 
resilience, and endurance. In preparation for any 
job, there needs to be education or training 
around the skills that are needed to succeed in a 
vocational environment. If a young adult 
chooses an alternate route to education, the 
young adult and/or their family should have the 
awareness of available resources, such as part-
nering with their local Division of Vocational 
Rehabilitation, to adequately prepare the young 
adult for employment. Katie does not become 
discouraged through the process of communi-
cating with her employer and understands that 
sometimes reframing the same question or con-
cept is necessary for people to understand her 
perspective. She utilizes the skills she learned 
from school and her social life to strengthen her 
communication with employers and faculty. 
This is an example of resilience, taking what she 
learned in past experiences and applying the 
same skills to current experiences. Lastly, 
endurance is needed when navigating a new 
aspect of adulthood. Katie needs to make sure 
she is in her best health to continue working and 
going to school.

Things for the AYASHCN to think about:

• How to prepare for employment? Is education 
the best route? If not, what other resources are 
available for preparation?

• What are the necessary accommodations for 
an individual to succeed in their workplace?

• What are the top things to look for in an 
employer?

 Medical

Perhaps the most important component of a suc-
cessful transition is the medical component. 
Health is the foundation for the outcomes of tran-
sition into adulthood, and transitioning into the 
adult health-care system is a necessary conversa-
tion that needs to happen between the pediatric 
provider and the AYASHCN, ideally beginning at 
the age of 14 years [6].

As Katie is heading to her last visit with her 
pediatrician, she remembers some essential 
things that have prepared her for the switch to an 
adult health-care provider: the importance of a 
medical home, an emergency plan, and finding an 
adult provider that would respect her lifestyle. 
Katie knows that to be able to thrive in her new 
environment(s), work, and college, she must con-
tinue to be healthy with the right team of health- 
care providers.

Katie has many specialists that she sees for her 
health care: a primary care provider, a neurolo-
gist, a physical therapist, and a psychologist. 
Although she is capable of managing her care 
and appointments with each department, she 
finds it helpful that her specialists are able to 
communicate with each other, when needed. For 
example, to manage her anxiety Katie sees a psy-
chologist for therapy. Although Katie’s primary 
care provider manages her anxiety medication, 
communication between her psychologist and 
primary care provider helps Katie understand and 
maximize her treatment for anxiety. There have 
been other times when communication and col-
laboration between her health-care providers 
proved to be helpful, such as coordination for 
Katie’s surgeries and medical procedures. The 
team-based, coordinated, patient-centered care 
approach is also known as the medical home 
health-care model [5]. Recognizing the impor-
tance of her pediatric medical home team, Katie 
chose adult providers and specialists that have a 
focus on being patient-centered and collaborative 
with the individuals that Katie deems necessary 
in her medical care.

Along with the medical home approach, it was 
important to Katie to have providers who under-
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stand her lifestyle and transition into adulthood. 
As is true for many young adults, Katie prefers 
electronic communication (text message, email, 
etc.) to telephone calls, when it comes to schedul-
ing appointments and/or communicating with her 
providers. She plans to communicate to her new 
medical team that as a college student who also 
works part-time, it is important that there was 
more than one way for her to conveniently and 
efficiently connect with her providers. In addi-
tion, it was critical to Katie that her adult health- 
care team provided her with a safe environment 
to be able to share her goals with them, for the 
purpose of developing a health plan that would 
support those goals. Some of her goals focused 
on sensitive topics such as: reproductive health, 
family planning, mental health, and drug and 
alcohol safety. The new adult team respects 
Katie’s lifestyle and empowers her to continue 
being an advocate for her own health care and 
health plan.

Katie was beginning a new chapter of her life 
that involved many changes at once: going to col-
lege, moving out on her own, and managing her 
own health care with new providers. An emer-
gency plan was developed with her family, pedi-
atric providers, and new adult providers so that 
Katie would have a strategy when an emergency 
arose. She made a list of medical concerns and/or 
medical emergencies, who to contact during 
which scenario, and the most up-to-date contact 
information for each individual involved. The 
emergency plan was stored electronically on her 
keychain USB drive with all of the information 
regarding: medications she was taking, recent 
health procedures and their dates, and any other 
important notes that medical providers need to 
consider when working with her in an emergency. 
In addition to storing the plan on her USB drive, 
she gave a copy to her providers for reference, if 
needed.

With a new medical team behind her as she 
enters a new chapter of her life, Katie is confident 
that she will be able to maintain her health in 
order to achieve her new adulthood goals!

Things for the AYASHCN to think about: 
medical issues and transition (see Table 19.3, 
above)

• When is it appropriate to have a conversation 
with your current doctor about transitioning 
into the adult health-care system?

• What are some goals that you want to achieve 
in adulthood? How does your health fit into 
those goals?

• What are some key qualities of a health-care 
provider that you would like to have in a new 
provider?

 Conclusion

As demonstrated, a successful transition con-
sists of many pieces and components that 
interplay together for AYASHCN. One exam-
ple, in Katie’s case, is financial planning which 
affects her housing plans and health insurance 
decisions. While many of the independent 
components have an effect on transition and its 
success, the most important takeaway for 
AYASHCN is how health and health care are a 
critical foundation for a successful transition. 
It is essential that all of the individuals involved 
in transition planning, i.e. families, school fac-
ulty, medical providers, friends, care coordina-
tors, social workers, etc., understand and 
respect the goals and aspirations of the young 
adult. These aspirations and goals help mold 
the conversations that center around the topic 
of transition from pediatric care to adult care 
for AYASHCN. Medical providers can have a 
key role in the success of an individual moving 
into adulthood by starting the transition con-
versation early, by guiding the young adult to 

Table 19.3 Useful resources for navigating health-care transition

Health-care transition tool Resource website

Medical summary template http://gottransition.org/resourceGet.cfm?id=227

Sample Transition Readiness Assessment for Youth http://gottransition.org/resourceGet.cfm?id=224
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develop or strengthen their advocacy and lead-
ership skills within the health-care system, and 
by empowering the AYASHCN to make their 
own choices in managing their health. All of 
the transition components discussed in this 
chapter would not be a consideration without a 
healthy AYASHCN to carry out the necessary 
steps to obtain an education, secure housing, 
and become an employed individual.
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Defining Successful Transition: 
Parent Perspective

Rosemary Alexander and Laura J. Warren

 Set the Stage

The transition from childhood to adulthood for 
AYASHCNs occurs between ages 14 and 22 but 
can play out for years before and after this age 
span. Often transition never really ends, for as 
new issues arise, families and AYASHCNs find 
themselves renegotiating health-care systems. 
Also, medical transition is only one of the many 
transitions. Others include post-secondary educa-
tion, employment, housing, funding, appropriate 
supports, and social connections.

As families and AYASHCNs face these issues, 
they may feel overwhelmed by the decisions that 
need to be made, anxious about the future, hope-
less about the availability of resources and oppor-
tunities, and burned out by the struggles up to 
that point. For all of these reasons, families and 
their AYASHCN may ignore health-care transi-
tion planning and simply wait to act until practi-
tioners eject them from their practice at age 18 or 
they face a health crisis, an interaction with the 
Emergency Department (ED) or police, or some 
other cataclysmic events.

Ideally, AYASHCN and their families arrive at 
adulthood enrolled with adult general practitio-

ners, specialists, and other staff who understand 
their unique health-care needs and are prepared 
to treat families and young adults with respect, 
patience, and effective care. AYASHCN and fam-
ilies must learn that adult health care looks differ-
ent from pediatric care and that they must move 
to the next stage of care with knowledge and 
forethought.

In this chapter we will explore factors that 
influence the ability to make a smooth health- 
care transition and how this process can be posi-
tive for families and their youth while providing 
examples of both barriers families have encoun-
tered and positive steps they have taken in the 
transition process. We hope that sharing the par-
ent perspective will provide health-care providers 
with models for how to support families and 
youth as they move from pediatric to adult health 
care.

The authors of this chapter are parents of 
young adults with disabilities. We have worked 
for 25+ years in the arena of supporting families 
of children with disabilities, at both nonprofits 
and the local school district. We count in the 
thousands the number of families we have gotten 
to know. We have known families who success-
fully connected with vital resources and those 
who struggled; we have known families who lost 
their beautiful children and many who have 
watched their children grow into robust adults; 
we have watched funding and services ebb and 
f low, seeing a program that we thought would 
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last forever abruptly vanish; and we believe we 
have earned the right to hopeful skepticism. We 
learn so much more from our children about our-
selves—resiliency, determination, and uncondi-
tional love—and see the beauty of our children’s 
lives, while others just get uncomfortable around 
them. We hope that these experiences will be 
helpful to our readers as we explore successful 
health-care transition.

 Define the Issues

We have defined six issues that factor into how 
smoothly health-care transition proceeds. These 
issues are interwoven, but we will describe them 
separately.

• How parent culture influences the health-care 
transition process

• How the AYASHCN’s medical needs and ability 
level influence the health-care transition process

• How families find and interact with adult care 
providers

• How families find and interact with specialists
• How legal issues affect the transition process 

after age 18
• What constitutes smooth health-care transi-

tion and how we can facilitate it

 How Parent Culture Influences 
the Health-Care Transition Process

Each family has an established method of access-
ing health care—some have a history of being 
proactive, actively seeking out what is needed, 
while others do not have the means or the back-
ground to effectively access health care. They 
may have a belief system that discourages using 
health care and are not accustomed to using 
health-care experts.

Families also have a broader culture that influ-
ences transition. For example, they may come 
from a culture that values searching for options 
or a culture that accepts the first option proposed. 
How then do families come to have the knowl-
edge to interview a new doctor, rather than using 
the first referral? Some families may have had 
negative experiences that they bring to interac-
tions with health-care providers; it may take 
effort to overcome these experiences and view 
new health-care professionals as welcoming and 
available. Other families may be able to set their 
own boundaries and expectations and seek out 
and evaluate resources. Knowing the family cul-
ture will help the physician better understand 
which family they are encountering.

What families expect after public school grad-
uation also affects transition. A family and an 
AYASHCN may imagine a future that is close to 
home or out in the world, where the youth works 
full-time, part-time, or not at all and where the 
youth lives with the family or moves out and 
goes on to post-secondary education or not. 
These pictures of adulthood influence the kind of 
medical services a family seeks. A student going 
to college needs to learn independence earlier, 
perhaps, than a student who stays home after 
graduation. Family expectations are based on 
how they perceive their child’s needs and 
strengths, whether they expect their child to 
become independent or if their child will always 
need assistance.

Family financial and emotional stability and 
ability level influence transition. Some families 
have financial resources to supplement what is 
available through public funding for their young 
adults. Family emotional stability is impacted 
by their coping skills, emotional support from 

Family Story

William is a young man who does not read, 
write, or talk and needs help with all daily 
living activities. And yet, he has the ability 
to influence all those in his sphere. When 
we are with him, we slow down and enjoy 
the moment. We laugh more and get more 
hugs. We are reminded not to take for 
granted the ease with which most of us 
carry out life’s ordinary functions. He sur-
prises us with how knowing he is as he per-
ceives mood changes in others and responds 
to them. He is comforting to be with. We 
work for him and with him so that he has a 
full life, happy and safe, engaged in the 
community, so that his gifts will be received 
by more people.
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family and friends, and how stressful their 
child’s disabilities are. Parents may become dis-
couraged by hearing horror stories about adult 
services and become anxious or reluctant to 
access adult care. For example, they may hear 
statements from other parents, such as “Medicaid 
funding is terrible!” “Doctors who accept 
Medicaid aren’t accepting new patients!” Such 
statements paint a gloomy picture and could 
cause parents to avoid trying to get Medicaid 
assistance altogether. As a result, parents may 
be less able to hear the counseling of health-care 
staff about transition or use their advice to plan 
for the future.

Families must be educated on transition best 
practices. Most of us have no prior experience 
teaching children to take control of their own 
health issues; most parents have no idea it is 
even necessary. Health-care providers can teach 
the parent and youth that he or she is expected to 
take over their own care as they grow up. Most 
parents do not know that this planning should 
take place.

We surveyed 23 families, whom we know well 
and whom we respect for their ability to care and 
advocate for their children, about their progress 
on transition; their responses are contained in 
Table 20.1.

Even among the most able families, few (25%) 
have had assistance with transition. There is a 
wide range of ages when families have made 
progress on medical transition (most were around 
18), and few have been able to assist their child to 
be truly independent in medical settings (only 
two thought that their youth could make their 
own decisions). We believe that the education of 
families about transition, preferably by the 
youth’s providers, would change this outcome 
radically. See Table 20.2 for provider tips for tun-
ing into a family’s culture.

 How the AYASHCN’s Medical Needs 
and Ability Level Influence 
the Health-Care Transition Process

AYASHCN’s medical complexity and cognitive/
behavioral level affect the health-care transition 
process.

A healthy teen who uses the health-care sys-
tem minimally may hardly notice the shift from 
pediatric to adult health services. Perhaps all that 
is needed for a healthy teen is a yearly doctor 
visit, permission forms signed, and a general 
checkup. At the other end of the spectrum are 
children who are medically fragile or have 
chronic illness; they see many specialists and 

Table 20.1 Responses to parent survey about transition 
(N = 23a)

Question Yes

Has your youth transitioned to adult 
primary care?

19 
(90.5%)

Has your youth transitioned to adult 
specialist care?

13 
(68.5%)

How old was your youth when you started 
planning for medical transition? mean (range)

17 (9–30 
years)

Did you consider any of the following when starting 
your transition planning:

How to handle decisions once your youth 
turned 18

20 
(90.9%)

How your youth is learning and 
developing

16 
(72.7%)

How puberty affects your youth’s health, 
behavior, or well-being

10 
(45.5%)

How the independence of your youth 
affects transition

16 
(72.7%)

Your youth’s ability to navigate the 
medical system alone

12 
(54.5%)

If your youth cannot navigate the medical 
system alone, do you know who will help 
them?

16 
(72.7%)

How your culture or your family 
circumstances affect transition

9  
(40.9%)

How does your youth’s disability affect 
transition?

16 
(72.7%)

Have you worked with your youth to be 
more independent in making their own 
health decisions?

12  
(60%)

Did you receive any assistance in 
preparing your youth for medical 
transition?

6  
(30%)

Can your youth help with medical 
decisions?

5  
(71.4%)

Can your youth order their  
prescriptions?

5  
(71.4%)

Does your youth attend their doctor’s 
appointments on their own?

3  
(42.9%)

Does your youth make their own medical 
decisions on their own?

2  
(28.6%)

Can your youth give informed consent for 
a procedure on their own?

5  
(71.4%)

aNot all parents responded to every question
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spend much time in doctors’ offices, as well as 
accessing occupational, speech and physical 
therapists, nutritionists, dietitians, and other ser-
vices. For these children and their families, how 
well transition flows may have life-or-death sig-
nificance. Many teens reside somewhere in the 
middle, with some health-care needs but less 
complexity. Where they fall along this spectrum 
greatly influences the transition process.

Cognitive and behavioral abilities can greatly 
influence the transition process. A teen who can 
speak for himself may be able to take over health- 
care decisions and actions with ease, while teens 
with cognitive and/or behavioral issues will face 
more barriers to a smooth transition.

AYASHCNs with cognitive or communication 
disabilities often are not able to articulate “where 
it hurts” or may misrepresent their symptoms; 
they may not understand the changes caused by 
puberty and will be anxious or easily upset with 
medical staff; they may not understand why a 
treatment is important and will resist what is in 
their best interest; and they may not be able to 

undertake the adult role in health care and are 
dependent on others who may or may not be 
available for reliable assistance. While pediatric 
providers may have more experience with child-
like communication skills, adult providers may 
not have the experience to interpret the signs and 
signals of those who have limited speech. It takes 
a special kind of listening and learning to treat an 
AYASHCN who cannot always or effectively 
speak for himself.

Adult providers may have less knowledge 
of how to interact with AYASHCN with cogni-
tive disabilities or are who are uncooperative, 
noncompliant, or disruptive in the waiting 
room, resistant to assistance, or unable to 
understand medical advice and decisions. 
AYASHCNs with behavioral issues may lack 
the motivation to follow medical recommen-
dations or are subject to pressure from peers to 
ignore medical issues and daily self-care. 
Practitioners must avoid personalizing these 
behaviors and be open to creative solutions to 
providing health care.

Table 20.2 Provider tips for tuning into a family’s culture

•  We all have a perspective, based on background, 
culture, and personality. Become aware of your 
biases and how they influence your interactions 
with families. Strive to be as free of bias as 
possible as you work with families

•  Find ways to accommodate families who speak a 
language besides English, both by having a 
qualified interpreter present and by being aware of 
cultural norms

•  Remember that parents are the experts on their own 
children; honor their knowledge and expertise. 
Respect family choices without judgment

•  Note that the family and AYASHCN are the ones 
who will ultimately decide whether they will carry 
out your directives; find ways to get their buy-in so 
that they will carry out the plan that you develop 
together

•  Work to establish rapport with a family by calling 
each person by name and by knowing the relevant 
facts of their AYASHCN’s medical history before 
you enter the treatment room. Families get tired of 
repeating their AYASHCN’s medical history

•  Praise positive steps the family and youth have 
taken toward transition to adulthood

Family Story

Cindy is a young woman who has severe 
autism and visual impairment, along with 
self-injurious behaviors and phobias. At an 
early age, she developed a fear of doctors’ 
offices, and as she grew larger and stronger, 
her family found it almost impossible to get 
her into a medical office. Fortunately, they 
found a pediatric provider who was willing 
to meet Cindy in the lobby or her mother’s 
car. When Cindy aged out of this practice, 
the family struggled to find another doctor 
who would literally meet their daughter 
“where she was.” They are now using a ser-
vice that provides in-home care, but this 
remedy restricts their access to health care. 
Table 20.3 contains tips for providers in 
providing medical care to patients with 
special needs.
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 How Families Find and Interact 
with Adult Care Providers

The more proactive and organized the family is 
at transition time, the smoother the transition 
process will be, as the family is more likely to 
find and use medical resources. For families 
who are less organized, the process may be 
more difficult.

For families living in rural settings, there may 
be a lack of care providers locally, and the family 
may have to drive much further to access care. 
Having to seek care far from home makes it more 
expensive in travel cost and time off from work. 
More specialized care also requires families to 
cast a wider net for adult care, perhaps driving 
hours to an urban medical center.

Families who are isolated and not linked into 
parent or disability groups may be cut off from 
valuable information about how to find providers 
and who the most receptive adult providers are in 
their area. The shared wisdom of local groups 
can be invaluable.

The family’s and AYASHCN’s access to insur-
ance for medical care is a significant factor in 
transition. The age and disability level of an 
AYASHCN may determine what kind of funding 
is available to pay for medical care, as is a fami-
ly’s access to private medical insurance resources. 
Insurance provided by an employer changes as a 
youth becomes an adult; families must be aware 
of how their employment-based plan treats this 
change and be proactive in applying for extended 
care at age 26 (see Chap. 8).

Often families and their AYASHCNs struggle to 
find providers who will accept their funding source 
and must be prepared to change providers as funding 
changes, to appeal insurance decisions that deny 
coverage for important medications and services, 
and to become active advocates in the insurance 
arena.

Families often learn about adult providers who 
will accept their children from other parents. We 
hear the question, “Does anyone know of a doctor 
who works well with youth with Autism?” Answers 
may be hard to find. Many families are referred to 
adult providers, only to have the provider reject 
them, many times for less than credible reasons. 
Not only does that waste the parent’s time but also 
is terribly frustrating and hurtful for the family.

Table 20.3 Provider tips for being creative in providing 
medical care

•  Schedule youth with disruptive behaviors or 
medical complexity as the first patient in the 
morning before the waiting room has filled up or at 
other times when your waiting room is relatively 
quiet and empty

•  Ask the parent ahead of the first appointment how 
their AYASHCN works best with a physician

•  Ask the parent how the AYASHCN likes to be 
approached—Does a quiet voice help? Does 
touching upset them? How do they communicate? 
Do they use a communication device?

•  Provide a contact within the physician’s office for 
parents to call when they have follow-up questions 
or problems

Family Story

Thomas is a 25-year-old with osteogenesis 
imperfecta, type II. He has had multiple 
fractures, extreme spinal curvature, and 
severe respiratory problems and has had 
24-h nursing since birth. Thomas has grad-
uated from high school. His parents started 
his medical transition early, including how 
they received insurance coverage. Thomas 
gave up his Medicaid Waiver Program and 
moved to managed care Medicaid at age 21, 
in order to maintain his nursing care. There 
were multiple meetings between his family 
and the managed care organizations, with a 
contract signed, before making this move. 
Medicaid waivers are precious and families 
rarely give them up.

Thomas and his mother visited several 
adult care providers before settling on a new 
team. They called several offices before set-
tling on a pulmonologist who said they 
could handle a tracheostomy. However, the 
provider took one look at Thomas, said he 
could not treat him, and left the room. That 
was a hurtful moment for Thomas, and his 
mother was furious. They found a team, but 
it took several years and many panicked 
moments with the fear of having to go to the 
Emergency Department for treatment. See 
Table 20.4 tips for providers to engage par-
ents and family members.
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 How Families Find and Interact 
with Specialists

Families of teens and young adults with more 
complex medical needs are likely to interact 
with one or more specialists. Families must sort 
out which specialists are still required, how to 
find them, how to pay for their services, and 
how to deal with the differing medical opin-
ions. Families need to know who is in charge 
and to whom to turn in different situations. 
Care coordination is essential and a medical 

home is the ideal. However, medical home is 
another concept that families may not be famil-
iar with, and they may require education to 
learn how to find one.

The transition from pediatric to adult special-
ists involves the transfer of trust. Families have 
been with a certain specialist for many years, 
perhaps their child’s whole life, and may find it 
difficult to move to adult care, both logistically 
and emotionally. Adult specialists can make this 
transition easier by working closely with their 
pediatric counterpart to learn all they can about 
the AYASHCN’s medical history and by helping 
to transfer records. They can work to establish 
trust at the adult level by reassuring families that 
they will get to know the AYASHCN over time 
and will gradually learn how best to meet the 
needs of the AYASHCN. It might also help for 
the adult provider to explain what is different in 
their practice. For example, will the provider be 
talking more to the AYASHCN than the parents? 
Will the adult provider have a different protocol 
for communicating with parents? Will he or she 
have a different focus, perhaps more on main-
taining health than exploring new treatments? 
Will the AYASHCN be seen with the same 
frequency?

Table 20.4 Provider tips for engaging parents and fam-
ily members

•  At the first office visit, ask the parent what has 
worked well and not so well with previous doctors

•  When the child is old enough, start explaining 
issues to him or her as well as to the parents

•  When the teen does not understand a concept or 
how to take over a medical task, provide written 
information, if appropriate, for them that they can 
take home and study. Translate technical language 
into simple language that is clear to someone with 
limited understanding

•  As the child becomes a teenager, direct information 
to him or her, and assess their ability to make 
medical decisions. Work with the parents to 
develop the teen’s decision-making skills

•  Introduce the family to a Care Notebook and 
encourage them to create one together. A Care 
Notebook is a useful organizing tool for parents 
who have children with special health-care needs 
or disabilities. The Care Notebook at the Texas 
Parent to Parent website is a compilation of PDF 
fillable documents. Parents can download all or 
any part of the Care Notebook. These forms 
allow you to enter your specific information and 
save it on your computer. You can find an 
example at https://www.txp2p.org/services/
family-to-family-health-info/care-notebook or 
www.txp2p.org under services and under 
Family-to-Family Health Information Center. 
You can also conduct a search for Care 
Notebooks to find other examples

•  Make sure families and AYASHCNs feel that they 
are part of the medical team by acknowledging 
their input and using it to make decisions

•  Always ask what else you can do to help the 
family. Parents may need help but may not know 
how to ask for it. Broaden your concern to include 
issues that are not strictly medical but involve 
overall well-being

Family Story

Larry had a serious seizure disorder through 
childhood, often requiring trips to the 
ED. At age 20, his disorder was brought 
under control. The family remained with 
the pediatric neurologist, and he approved 
the same meds annually. When Larry was 
30, he experienced a severe seizure. The 
family met their new adult neurologist in 
the ED at midnight! They realized belat-
edly that they should have established a 
relationship with an adult neurologist years 
earlier and since then have worked hard to 
establish a close working relationship with 
the adult neurologist. See Table 20.5 for 
tips adults specialists can use when work-
ing with AYASHCN.
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 How Legal Issues Affect 
the Transition Process After Age 18

Before an AYASHCN reaches age 18, a parent 
may manage all aspects of medical care. It can 
be a shock when parents realize that their role 
changes dramatically when their child is 18: sud-
denly they cannot take any of these actions with-
out some provision. The big question is, to what 
extent—if at all—can my child learn to manage 
his or her own care? (see Chap. 30.)

If a child can learn these skills, the family and 
professionals should start by age 14 or younger to 
guide the teen in the transition process. Parents 
may need to let the teen start trying to do things 
the parents have traditionally done, like making 
appointments or calling in medication renewals. 
Small steps lead toward a higher level of respon-
sibility, and teens begin to feel more competent. 
Parents must redefine their role as supporter 
rather than primary decision-maker.

For families whose teens will not be able to 
take over their own care, parents and physicians 
must explore how to provide the least restrictive 
yet supportive path for the future, that is, how to 
leave as much power as possible in the hands of 
the AYASHCN while safely and responsibly nav-
igating the health-care arena with them or for 
them.

Supportive decision-making, medical power 
of attorney, and guardianship are among the legal 
tools parents can use to help their youth to make 
informed decisions or make decisions for them, 

access health-care information, and continue to 
have an active role (see Table 20.6 and Chap. 30).

Care Notebooks and similar tools, such as a 
Portable Medical Summary (a one-to-two page 
“quick facts” of relevant information) or an 
Emergency Care Plan, are ways to record medi-
cal history, provide important facts, and pass 
along vital information. (For more information 
on Portable Medical Summary, go to www.txp2p.
org and search for this term.)

 What Constitutes Smooth Health- 
Care Transition and How We Can 
Facilitate It

Strong collaborations among parents, AYASHCNs, 
and the medical community increase the chances 
that youth will move from pediatric to adult services 
with ease. Each of the participants in this process 
needs the information essential for planning.

Sharing information among families, AYAS-
HCNs, and medical providers is the first step 
toward positive transitioning. Emotional support 
for families gives them hope in the future and 
the motivation to plan; it can come from other 
parents and parent organizations, other nonprof-
its, and encouraging professionals. Medical pro-
fessionals need financial and logistical support 

Table 20.5 Tips for adult specialists working with 
AYASHCN

•  Help the family and AYASHCN have clear 
expectations for the adult specialty practice

•  Ask the family and AYASHCN how the adult 
specialist can best help to make the move from 
pediatric services

•  Find out who will be the central medical provider 
for the AYASHCN and what records should 
routinely be shared with the central provider. Find 
out how to provide test results with all concerned

•  Be sure parents understand the changes in how the 
medical community shares information after an 
AYASHCN becomes 18 years old and know what 
options are available for staying involved

Table 20.6 Tips for helping a family through the legal 
changes at age 18

•  Don’t assume that you know best what choice a 
family should make about guardianship versus 
other legal tools; make sure families are aware of 
and able to explore different options

•  Remember that getting guardianship is a costly, 
time-consuming enterprise and a big responsibility, 
and it strips the AYASHCN of all legal rights

•  Find a way to give advice about the parent role in 
an AYASHCN’s decision-making that is 
nonjudgmental. For example, describe situations 
where an AYASHCN will be called upon to make 
decisions and ask if the parent has witnessed the 
youth making such decisions

•  Note that often parents don’t know what skills an 
18-year-old will be able to develop. Assure parents 
that everyone is eager for their AYASHCN to learn 
and grow, and explain what can be done to help in 
the short term

20 Defining Successful Transition: Parent Perspective
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to enable them to have relevant information for 
families, time to sit down and plan with families, 
and staff available to assist in the process. Faith 
is built over time, engendered by success stories 
and rewarding partnerships; everyone needs posi-
tive feedback to keep going!

Here are some of the elements that will facili-
tate smooth health-care transitions for parents 
and for AYASHCNs:

• Parents should have the crucial information 
about what is coming well before the crisis 
point:

 – Age 18 is a turning point for parent involve-
ment, and parents must be prepared with 
the legal means to stay involved or know 
that their AYSHCN is prepared to go it 
alone or with less assistance.

 – The specific age at which the pediatric 
practice will require their AYASHCN to 
move to an adult practice.

 – The changes in funding as their AYASHCN 
becomes an adult.

• Parents need emotional support during transi-
tion. By the time their AYASHCN is nearing 
18–21, parents are often burned out, fearful 
about the future, and discouraged. They need 
to feel hopeful that their youth will have the 
resources they need as adults to live as inde-
pendently as possible. This hope can come 
from hearing how other parents have created a 
good life for their adult children, what models 
are available, and how to link into funding and 
resources. They should participate in a parent 
community where they can gain support and 
work with other families to create great lives 
for their AYASHCN. Emotional support 
empowers parents to be strong advocates and 
gain the skills needed to facilitate medical 
care transition.

• Parents need to learn the meta-skills of advo-
cacy, such as when to speak up and when to 
listen and how to take notes, store and access 
their child’s history, and articulate their goals 
and needs. If possible, the AYASHCN will 
gain these skills and knowledge for them-
selves as they mature.

• Families and AYASHCN need the know-how 
to build a medical team and to discuss creating 

a medical home with the primary physician, 
specialists, and other medical professionals 
who can work together to keep the AYASHCN 
healthy. This coordination eases the way for 
families and AYASHCNs so that they know 
whom to call under what circumstances and 
what to expect from each team member.

• Families and AYASHCNs need the means to 
communicate a vision for their future and a 
sense that their future is important.

• For AYASHCNs with the potential to manage 
their own care, families and health-care pro-
viders must start at age 14 or younger to pro-
vide opportunities for the AYASHCN to gain 
the skills to manage their own care and advo-
cate for themselves.

• For AYASHCNs who will not arrive at this 
level, families and health-care providers must 
engage with the youth to learn what level of 
participation they can attain and find adequate 
supports to take care of the areas where they 
cannot make decisions.

• AYASHCNs who are nonverbal need health- 
care professionals who understand that behav-
ior is communication. Professionals must 
learn to read the actions and reactions of their 
patients as language; they must ask parents 
and others in their patients’ lives to describe 
behaviors that reveal health concerns (see 
Chap. 32).

• AYASHCNs must have access to adult health 
professionals who are ready to learn about 
their medical needs, how the AYASHCN com-
municates, and how to engage the youth in the 
transition process.

• AYASHCNs must have access to adequate 
supports and funding as adults and a safety net 
for times of change and crisis.

Here are some statements about what families 
and AYASHCNs value in health-care providers 
for smooth health-care transitions:

• Families need highly informed and motivated 
pediatric providers, who will take the lead in 
medical transition; highly informed and moti-
vated adult providers open to serving 
AYASHCN; and highly informed and moti-
vated pediatric and adult professionals who 
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are willing to work together for a smooth 
transition.

• Families need health-care professionals with 
the information required to help their patients 
develop the skills to manage their own care.

• There needs to be a mechanism—the time, 
place, and attention—for parents, AYASHCN, 
and providers to talk about the future and par-
ticipate in meaningful transition planning.

• Planning is a process. Families and 
AYASHCNs learn as they go and need to ask 
follow- up questions and receive advice that is 
appropriate at different stages. Information 
should be provided verbally and in written 
format.

• We need medical homes for AYASHCNs who 
have complex needs.

A successful transition for AYASHCN would 
look like this:

• Between ages 12 and 14 years, the pediatri-
cian would begin teaching the AYASHCN to 
take control of his medical needs and make 
medical decisions.

• By age 17, the AYASHCN would already have 
been introduced by his pediatrician to the 
adult health-care team.

• By age 18, the AYASHCN would have a pri-
mary care physician to work with specialists 
and help the AYASHCN make health-care 
decisions.

• By age 21, parents would no longer be a nec-
essary partner in their AYASHCNs health 
care, except when legally established. For 
AYASHCN with limited ability to advocate 
for themselves, legal documents guiding 
access to information and methods to support 
AYASHCN health-care decision-making 
would be in place by age 18.

This would be perfect but we know that noth-
ing is perfect, especially in the disability world. 
However, we hope that our insights into the par-
ent perspective on health-care transition will 
enable care providers to strive for this ideal and 
find numerous ways to be flexible, accommodat-
ing, patient, and compassionate in assisting an 
AYASHCN transition to adulthood and receive 
the care they need as adults!

20 Defining Successful Transition: Parent Perspective
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Case Example
TL is an 18-year-old female with asthma that was 
well-controlled on an inhaled corticosteroid, 
though when she stopped her controller medica-
tion a year ago, she had an exacerbation that 
required a visit to the emergency department and 
admission. She doesn’t see her pediatrician often 
but has come in today to have some forms filled 
out for college. She plans to see the student health 
clinic for her care while in school. What does 
successful transition look like for TL?

 Current Definitions of Successful 
Transition

Given that adolescents and young adults with spe-
cial health-care needs (AYASHCN) are now living 
beyond childhood, it is imperative that this popula-
tion successfully moves from a pediatric to adult 
health-care setting [1]. The main goal of health-
care transition (HCT) preparation is to secure the 
maximum lifelong functioning and well-being for 
all youth with chronic conditions, requiring a vari-
ety of services and strategies to achieve that goal. 
While this broad definition is from the health-care 
provider’s perspective, what is the meaning of 
“successful” HCT for AYASHCN [2]?
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Scholars who have studied the HCT process 
overwhelmingly agree that the goal of a formal 
HCT program is to prepare AYASHCN for trans-
fer of care [3]. However, research on the defini-
tion of HCT reveals significant variability in what 
constitutes or defines a successful completion of 
the process. Pediatric providers have tended to 
create definitions of successful HCT that are nar-
row and process-focused. For example, one study 
defined successful HCT for patients with con-
genital heart disease as continuing in care with 
adult congenital heart disease team [4]. Others 
have suggested that successful HCT should 
include identifying and addressing any unmet 
health-care needs [5]. In the transplant literature, 
the focus of success has tended to be on medica-
tion adherence [6, 7].

Other literature discusses more general 
descriptions that can be applied to a range of 
chronic illnesses but often retains a focus on pro-
cedural success. Out of the ten criteria for suc-
cessful transition identified by experts, four 
related to procedures for success, including self- 
management of illness, one was having a medical 
home, and quality of life was the highest ranked 
HCT outcome [8]. Another study identified not 
being lost to follow-up and attending all sched-
uled visits as the two most essential pieces of suc-
cessful transitional care [9]. While there can be no 
doubt that these process-oriented and procedural 
elements are critical starting points for successful 
transition, a focus only on process and procedure 
may result in missed opportunities to adequately 
describe successful HCT. Successful HCT is 
more comprehensive than just staying in contact 
with providers and should be defined to reflect the 
comprehensive nature of transitional care.

 A Broader Interpretation 
of Successful Health-Care Transition

Defining successful HCT is complicated, as the 
process involves not just the medical aspects 
of their lives but also the developmental, psycho-
social, environmental, and cultural aspects 

that impact the way AYASHCN manage their 
chronic condition. The psychosocial aspects that 
affect behavior in AYASHCN include five main 
areas: control, emotional reactions, acceptance, 
coping strategies, and search of meaning [3]. 
Formal investigation made by Olsson et al. reports 
that resilient AYASHCN adjust better to their dis-
eases, so endorsing resilience builds self-esteem 
and the acceptance of their condition [10].

The elements that go into a broader defini-
tion of successful HCT can be challenging to 
identify for several reasons. First, pediatric pri-
mary care providers care for patients with a 
wide variety of conditions. Consequently, they 
must consider the responsibilities an individual 
must take on to manage their own care, which 
will depend upon the demands of treatment 
regimen and a patient’s physical and cognitive 
ability for independence. This means that as 
providers create individual HCT programs, 
they must adjust their expectations as patients 
will each contend with a variety of tasks that 
can vary in scope and difficulty [11]. Second, 
subspecialists who lead interdisciplinary teams 
in the care of their patients need to educate their 
patients about their condition with interven-
tions that account for level of development and 
cognition to overcome deficits. Providers, 
youth, and families have to envision the process 
in three main areas: envisioning the future, the 
moment or age to learn responsibility, and the 
stage of transition [12].

Additionally, many providers confront the 
challenge of determining when AYASHCN 
should begin to transition and how to pace a 
patient’s progression toward independence. For 
example, despite recommendations stating that 
HCT preparation should start around the age of 
12, a majority of pediatricians feel that HCT 
should start around the age of 18 or near the time 
of transfer [13, 14]. Although several other schol-
ars have outlined general age ranges associated 
with stages of the HCT process (e.g., [3, 15]), 
these can only be taken as broad guidelines. In 
reality, a patient’s ability to enter an adult care 
setting and take on self-management tasks 
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depends upon their maturity, cognitive function-
ality, abstract reasoning ability, and personal 
development, traits that may not be uniformly 
associated with chronologic age [16]. In addition, 
patients’ experiences moving between medical 
settings can be greatly influenced by environ-
mental factors including their cultural back-
ground, language fluency, literacy, health literacy, 
socioeconomic status, familial stability, and 
parental education levels [17].

Overall, providers must view their patients as 
multifaceted, taking into account the characteris-
tics of their illness as well as the unique traits that 
define their personality, and yet understand the 
indicators that are ubiquitous across all success-
ful transitions. What are those generic indicators, 
and how should providers attend to them? Within 
the definitions of effective HCT processes, sev-
eral consistent ones have emerged: behavioral 
indicators, level of knowledge and skills, psycho-
social indicators, and measures of disease control 

(e.g., [8, 9, 18, 19]). See Table 21.1 for examples 
of each indicator.

 Behavioral Indicators

There are multiple self-management tasks that 
AYASHCN must learn to complete in order to 
successfully transition to adult care. At the basic 
level, attending adult clinic appointments is a first 
step in determining whether a transition was suc-
cessful [20]. Other aspects of self- management 
include the ability to refill and pick up prescrip-
tions and communicate with medical profession-
als. Securing a medical home is another important 
aspect of HCT, which may be made more com-
plex by the lack of available adult care providers 
and changes in insurance status as AYA mature. 
While the importance of these has been described, 
providers must think beyond this level to other 
indicators.

Table 21.1 Pediatric provider perceptions of indicators of successful health-care transition

Behavioral

Measuring level of knowledge 
and skill for HCT and 
self-management Psychosocial Measures of disease control

AYASCHN can:
–  Refill prescriptions
–  Manage appointment 

schedule and shows up 
on time

–  Adhere to medications 
and diet restrictions

–  Attend appointments 
without parents

–  Live independently
–  Secure a medical 

(health) home
–  Prepare questions for 

doctors, nurses, and 
therapists

–  Communicate with 
clinicians

–  Take responsibilities 
for self-management 
tasks

AYASCHN have:
–  Awareness of medical 

records
–  Understanding of names 

and purposes of 
medications and when to 
take them

–  Understanding of access 
and use of insurance

–  Understanding of 
reproductive health

–  Knowledge of diagnosis/
prognosis complications

–  Understanding of 
characteristics of conditions 
and complications

–  Understanding of how 
disease will affect their 
future (see Chap. 13 for 
description of transition 
readiness assessment 
instruments)

AYASCHN:
–  Establish key aspects 

of identity
–  Create social network 

of friends and peer 
relationships

–  Develop complex 
thinking skills

–  Pursue educational 
and vocational 
endeavors

–  Achieve optimal 
quality of life

–  Satisfaction with 
transition process

Clinical biomarkers:
–  FEV1
–  HbA1c
–  Viral load
–  Mortality
–  Comorbidities
–  Graft failure
–  Immunosuppressant levels
Patient-reported measures:
–  PHQ-9 (measure of 

depression)
–  RCADS (measure of 

depression, anxiety and 
phobias)

–  Crohn’s disease activity 
index

–  Juvenile arthritis activity 
score

–  SLEDAI score

21 Defining Successful Transition: Pediatric Provider Perspective
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 Level of Knowledge and Skills

AYASHCN must have a solid understanding of 
their disease and medications as well as possible 
limitations their illness may place on future edu-
cational/vocational options and effects on sexual 
and reproductive health [6, 21]. Further, as they 
mature into adulthood, AYASHCN must know 
when symptoms require the attention of a medi-
cal provider and how to access care.

Level of knowledge and skills can be formally 
monitored by using structured HCT surveys such 
as the TRxANSITION Index™ (formerly known 
as the TRxANSITION Score), a provider admin-
istered tool to verify HCT skill mastery (English 
and Spanish version, youth and parent versions) 
[22, 23], the self-administered STARx 
Questionnaire English and Spanish version, 
youth and parent versions [24, 25], or the TRAQ 
[26]. These tools can be administered annually 
to track progress. See Chap. 13 for additional 
readiness assessment tools described in greater 
detail.

Behavioral indicators of a successful HCT and 
level of disease-related knowledge require 
increasing levels of patient autonomy. However, 
there are several barriers to such independence: 
parental over-involvement and the physical tran-
sition from adult to pediatric care settings [27].

For many AYASHCN and their families, a sig-
nificant challenge to transition is the transfer of 
responsibilities from parents to adolescents 
themselves. When patients are young, parents or 
primary caregivers are responsible for complet-
ing health-related tasks such as managing medi-
cations, bringing patients to appointments, 
communicating with providers, and handling 
matters related to insurance. However, as 
AYASHCN near adulthood, many parents worry 
that their adolescent will be unable to handle 
these responsibilities resulting in the decline of 
their health and lapses in treatment [27]. Some 
parents, who never expected to transfer responsi-
bilities to their child, may struggle to adjust their 
expectations in order to accommodate the devel-
opmental maturation of their adolescent [28]. 
Other parents recognize the importance of pro-
moting independence yet find it difficult to “let 

go,” as managing their children’s health needs 
defines them as parents [16].

Meanwhile, as adolescents mature and expe-
rience more autonomy in other areas of their 
life, they expect the same within health-care set-
tings. Some may prefer to be spoken to in an 
adult manner by providers and other health-care 
professionals, while others look for greater par-
ticipation in decision-making and an overall 
greater role in their own care [16, 29]. Providers 
can look for signs that patients may be willing to 
take on self- management tasks. However, will-
ingness to become independent may not corre-
spond with an adolescent’s ability to do so. 
Some youth may become overwhelmed as they 
attempt to maintain their health and navigate the 
health-care system by themselves for the first 
time [30]. For this reason, some providers may 
recommend parents stay involved as they worry 
that a young patient will be unable to manage 
their care alone [31].

 Psychosocial

Aspects of functioning that occur outside the 
medical setting such as employment, education, 
and quality of life fall under the category of psy-
chosocial indicators. Satisfaction with the overall 
transition experience is another metric. 
Satisfaction is a necessary but insufficient com-
ponent of successful HCT. AYASCHN and their 
families may be satisfied with the transition pro-
cess yet still fail to engage in adult-oriented care. 
There appears to be a reciprocal relationship 
between psychosocial well-being and other fea-
tures of an effective HCT process. Those who 
feel successful in other aspects of their lives are 
likely to have the motivation to continue to self- 
manage their illness [16].

AYASCHN may struggle with anxiety and 
depression as they strive to integrate their illness 
with their search for identity. Some youth may 
fail to prioritize their health in light of these chal-
lenges and refuse to manage their illness inde-
pendently, while others simply forego care. Paine 
et al. [16] draw connections between self- 
management and psychosocial well-being 
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stating: “This lack of motivation and goal-setting 
was often times attributed to underlying psycho-
social difficulties or missed opportunities by the 
parents or providers to encourage independent 
ownership of disease management” (p. 6).

Some psychosocial indicators such as the 
assessment of and intervention to improve qual-
ity of life may be outside the purview of tradi-
tional medicine. However, integrating quality of 
life questions into existing medical assessment 
tools such as the HEADSS assessment [32] is 
manageable and necessary in order to provide 
comprehensive care to AYASHCN [33]. As med-
ical providers ask questions about quality of life, 
this does not imply they will have the resources 
to address all concerns raised by asking such 
questions. Yet, it does increase the likelihood that 
an adolescent patient will feel heard and under-
stood which, in turn, can improve patient- 
provider relationship. Consequently, high-quality 
patient-provider relationships are associated with 
positive outcomes such as improved adherence 
and retention in care [34].

 Measures of Disease Control

Some chronic illnesses have specific biomarkers 
that reveal whether a patient is adhering to medi-
cation, diet, or other medical advice and can 
serve as an indicator of a successful HCT. For 
example, an undetectable viral load among HIV- 
infected AYA may indicate successful transition 
to adult care [20]. Similarly, HbA1c measure-
ments in adolescents with type 1 diabetes can be 
an outcome variable to assess the success of tran-
sition to adult services [35]. In such a context, 
“each specialist team needs to operationalize 
generic [transition] principles and create 
condition- specific risk assessment measures of 
readiness for transition-sensitive outcomes” [11, 
p. 320].

When biomarkers are available, they can assist 
providers in determining whether patients are 
ready for transfer to adult-oriented care. 
Guidelines have recommended that transfer 
occur at a time of stability [2]. Biomarkers that 
are within target ranges can serve as indicators 

that the patient is in a time of stability when 
transfer is most ideally timed. The most recent 
biomarker levels can be sent to accepting provid-
ers as well, allowing the accepting provider to 
know how the patient was doing as of the last 
pediatric visit.

Unfortunately, not all AYASHCN illnesses are 
easily monitored by biomarkers. In these cases, 
providers will have to use other indicators to 
assess clinical stability. For some patients, there 
may be patient-reported measures of disease 
activity, such as the PHQ-9 for depression [36], 
the short Crohn’s disease activity index [37], or 
the juvenile arthritis disease activity score [38]. 
When these specific scores are not available, pro-
viders can assess how the patient and family feel 
things are going. Providing a sense of how stable 
a patient is can be helpful to accepting adult 
providers.

 Strategies to Maximize 
the Likelihood of a Successful HCT

Pediatric providers can use a variety of strategies 
which target the adolescent, their parents, and the 
broader environment of adult care settings to 
increase the likelihood of a successful HCT.

 Adolescent

There is general consensus that AYASHCN 
should begin to take on transition tasks slowly so 
that HCT is a “lengthy process rather than an 
abrupt event” [19, p. 217] [16, 29, 31]. 
Principally, a gradual transfer of responsibilities 
can allow both young adults and their parents to 
comfortably adapt to the patient’s independence 
[16]. Pediatric providers should increase direct 
communication with the adolescent, conduct 
appointments without a parent present, and allow 
patients to make more choices about their care. 
Doing so indicates to AYASHCN that they are 
“in charge” and allows a safe way for them to 
practice managing their care. This assumes that 
patients understand their condition and how to 
care for themselves [19]. Some clinicians 
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suggest the transition to adult care should be 
framed as a rite of passage [39] but should not 
take place during other significant life transitions 
in order to avoid overwhelming both the patient 
and their parents [3].

 Parents

Providers should initiate early discussions with 
parents about the transition process and continu-
ally explain its importance in the maturation of 
their young adult. Doing so will not only allow 
providers to set expectations regarding when 
patients will begin to practice specific transition 
tasks but will also allow parents to become accus-
tomed to the idea of transferring care responsi-
bilities [39]. Providers need not completely 
exclude parents and families from taking part in 
their child’s health care but rather must empha-
size limited participation [31]. It can be difficult 
to navigate patient-parent relationships to ensure 
that both parents and their children are comfort-
able, as research suggests that parents and teens 
have different expectations and views on the tran-
sition to adult health care [40]. By engaging in 
conversations with patients and parents, provid-
ers can gain a greater understanding of how the 
family interprets the illness and what expecta-
tions they hold for the HCT process [3].

 Broader Environment

Several differences between the pediatric and 
adult care settings may contribute to a difficult 
transition (see Chaps. 15, 16, and 17). Pediatric 
providers are perceived to “coddle” their patients 
and “everything is arranged” [29, p. 826]. 
However, AYASHCN perceive a change in the 
culture of empathy within the adult setting so that 
a perceived lack of sensitivity and feeling unable 
to ask questions leads to anxiety and feelings of 
abandonment [11, 39, 41]. In order to promote a 
smooth transition, pediatric providers can coordi-
nate with adult providers through in-person vis-
its. Such visits will allow the adolescent to meet 
new providers, assess their compatibility [19], 

and help establish the basis for a new relationship 
[16, 39]. Pediatric providers can also continue to 
be available to patients and adult providers after 
the first visit in an adult-oriented care setting.

In addition, it is crucial that pediatric provid-
ers ensure that medical records are adequately 
transferred and that the patient has a copy [16]. 
Along with the transfer of medical records, pedi-
atric providers can write a transfer-of-care letter 
with relevant medical and psychosocial informa-
tion [3]. Ideally, the pediatric provider transmits 
information to an adult provider through the use 
of electronic medical records [16]. However, dif-
ferences in electronic medical record platforms 
can cause delays in information transfer.

 Interface Between Primary Care 
Provider and Specialist

Pediatric primary care providers and specialists 
will each have their unique considerations in 
defining successful HCT. As the provider who 
does well-child checks, primary care pediatri-
cians are positioned to consider the big picture 
for patients beyond their chronic health condi-
tion, including educational, social, and voca-
tional success. The Bright Futures guidelines 
[42] recommend a global assessment of health 
with consideration to these other domains, and 
tools like the HEADSS exam [43] build that 
assessment into an adolescent well-child check. 
By bringing these tools to at least one visit a year 
for adolescents with chronic illness, the primary 
care pediatrician can help ensure that the needs 
an adolescent has beyond their illness get 
addressed. While specialists will certainly incor-
porate family concerns and needs into the treat-
ment plan, they may not be as well versed in the 
general needs of all adolescents. For this reason, 
a specialist may be more focused on and better 
suited to addressing disease management.

How these two approaches interact to ensure 
transition gets addressed will depend on the 
needs of the adolescent, particularly on whether 
they see their primary care doctor or specialist 
more often. For patients who are seen primarily 
by their primary care provider, addressing 
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transition becomes a function of annual checkups 
and periodic disease management visits, where 
 pediatricians can work with patients and families 
on various needs that arise over time. The major 
coordination required around the time of transfer 
consists of knowing family practice and internal 
medicine primary care physicians in the area and 
communicating with those providers before and 
after transferring patients to ensure all questions 
and needs have been addressed.

For patients who primarily see only their spe-
cialists, such as patients with a transplant who 
see a transplant team frequently, the coordina-
tion of transition becomes more complicated. 
For example, pediatric transplant teams tend to 
be more involved in intervisit care and will pro-
vide more frequent reminders to patients and 
families about health-care tasks that need to be 
completed than will the adult-oriented trans-
plant teams. Since adult-oriented transplant 
teams are less involved, a patient leaving a pedi-
atric team and moving to an adult-oriented one 
may benefit from having a primary care doctor 
on the adult side who is more involved than the 
pediatric PCP had been. However, this scenario 
raises the question: Who’s in charge? If a patient 
is only going to transplant appointments, then it 
is difficult for the pediatric PCP to take the lead, 
and in fact, pediatric transplant teams may have 
already incorporated processes to address tran-
sitional care needs into the transplant appoint-
ments for adolescents and young adults. 
However, the pediatric transplant team is 
unlikely to be familiar with the options for 
adult-oriented primary care. In these scenarios, 
pediatric specialists may need to take the lead 
but may also want to reach out to the pediatric 
PCPs as a way to ensure that all aspects of a 
patient’s care are transferred, not just those that 
the specialist tends to focus on.

Most complicated are those patients who see 
multiple pediatric specialists, such that no spe-
cialist is really the “main” doctor. For patients 
like this in a well-resourced patient-centered 
medical home, the medical home can serve not 
only as the central hub for care in the present but 
also for assisting with transition and moving to 
adult-oriented care. The care coordination and 

provider communication involved in this sce-
nario can be extensive, and pediatric providers 
may feel overwhelmed by the prospect of estab-
lishing a network of trusted providers in adult- 
oriented care. However, this may not be necessary 
if there are adult-oriented patient-centered medi-
cal homes in the vicinity. While the services in an 
adult-oriented patient-centered medical home are 
not always as extensive as those in the pediatric 
world, these types of clinics are more comfort-
able with providing care coordination and may 
also manage some chronic problems on their 
own. For patients like this who are not in a 
patient-centered medical home, the patient or 
family may have identified a doctor who they feel 
is in charge. Pediatric primary care and specialist 
providers may want to ask patients and families 
who they feel is in charge. Ideally, this person 
would then provide the main assistance to fami-
lies as they transition. Other providers on the care 
team may need to offer more support than would 
be required for patients who are being seen in 
patient-centered medical homes.

Pediatric primary care providers and special-
ists are also likely to approach addressing the 
psychosocial aspects of successful transition dif-
ferently. Because many patients have educational 
needs, pediatricians tend to be more familiar with 
the educational resources available than special-
ists. On the other hand, specialists may be more 
familiar with the resources available to patients 
with specific illnesses. For example, a primary 
care pediatrician may have a better understanding 
of the accommodations that can be made in a 504 
plan for a teenager with arthritis, but a rheuma-
tologist will be more familiar with the support 
groups that have been organized by the Juvenile 
Arthritis Association. In this case both providers 
have contributions to make to maximize the teen-
ager’s psychosocial functioning.

In summary, primary care pediatricians and 
specialists bring different and important skills to 
addressing transition and ensuring successful 
transition for patients. The exact role for each 
provider will depend on the needs of the patient, 
and we encourage providers to understand and 
address those needs to ensure successful transi-
tion for the patients that they see.
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 Returning to the Case Example

As a refresher, TL is an 18-year-old with asthma 
well-controlled on an inhaled corticosteroid, who 
plans to go to the student health clinic for care 
once she starts college. She came to what was 
likely her last visit with her pediatrician to have 
medical forms filled out for college.

If one focused merely on a procedural definition 
of successful transition for TL, her forms would get 
completed as she has requested, the last visit note 
would be sent to the student health clinic, and TL 
would be encouraged to make an appointment as 
soon as she could after starting school. However, 
what if TL doesn’t know how to refill her medica-
tions? What if the student clinic won’t send a refill 
to the pharmacy before she is seen there and she 
runs out? Does TL have her insurance card with 
her? Is her insurance card accepted at the student 
health clinic? What if she goes to the first appoint-
ment at the student health clinic but doesn’t like the 
providers there and never goes back?

With a broader definition of transition success, 
many of these questions would be addressed well 
in advance of TL leaving for school. Her provider 
would see her for periodic visits to assess her 
asthma control and would use those visits to 
address other needs, like ensuring she under-
stands the difference between her controller and 
rescue inhalers, knows how to order refills, and 
can navigate a visit with a doctor on her own.

In addition, at the last visit, the pediatrician 
would have a transfer letter ready, and the patient 
would be given a copy in addition to the letter 
being sent to the new provider. This way, she has 
the tools and information to seek a different adult 
provider if need be. Finally, the pediatrician 
would follow-up with the patient and/or the 
accepting provider to ensure no new issues have 
come up during the transfer. This can serve not 
only as an additional means of ensuring patients 
are staying in care but also an opportunity to 
address any learning or psychosocial issues that 
were incompletely addressed previously. Thus, 
with a broader definition of transition success in 
mind, the pediatrician takes a more comprehen-
sive approach to transitional care of the patient 

and helps to address potential pitfalls for patients 
before they occur.
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 Vignette

MR is a 23-year-old Hispanic female. She was 
diagnosed with lupus at the age of 12. She is 
coming today for an appointment with her pri-
mary care physician to discuss reproductive 
health issues. She married a year ago and has 
decided to have a child. She had previously dis-
cussed this with her primary care provider on a 
couple of occasions but had not decided what she 
wanted to do, and those discussions focused on 
the medical risks of pregnancy and the financial 
costs since she has limited insurance coverage. 
She has seen the same primary care provider at 
the internal medicine clinic for the last 3 years 
since transitioning from her pediatric clinic along 
with the clinic pharmacist who manages the clin-
ic’s Anticoagulation Clinic. In childhood her 
lupus was complicated by nephritis and problems 
with clotting in addition to skin and joint symp-
toms. She was hospitalized numerous times, and 
early on her disease was difficult to control. For 
the last 5 years, her lupus has been under control. 
She takes Plaquenil and low-dose prednisone. 
She has been maintained on warfarin due to her 

history of clotting and antiphospholipid antibody 
syndrome. Her doctor and the clinic pharmacist 
who she has good relationships with have been 
objective with her about the gravity of this deci-
sion. She appreciates the open discussions with 
them even though they have recommended 
against this decision. She knows that she may not 
be able to sustain a pregnancy due to her illness 
and that even if she can, there are other risks. 
Because of these discussions, she has taken birth 
control regularly since she became sexually 
active. The one thing that everyone agreed on 
was if she was to consider pregnancy, it needed to 
be planned and prepared for. At the suggestion of 
her primary care provider, she has also discussed 
this with the adult rheumatologist who she has 
been seeing since she transitioned to the internal 
medicine clinic. Feeling that she understands the 
risks and costs, today, she wants to discuss com-
ing off of her birth control and transitioning from 
warfarin to low molecular weight heparin for 
management of her clotting. The latter step had 
been a barrier to this decision. She was told that 
the switch to the low molecular weight heparin 
was necessary, but unfortunately she doesn’t 
have insurance coverage to pay for this. She pays 
for her medications in cash. Her regular medica-
tions aren’t too expensive. She and her husband 
have had to save to be able to afford to pay for the 
injectable heparin. Having worked that out, she 
has made up her mind.
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When thinking about a completed and suc-
cessful transition, the above vignette has many of 
the characteristics one would hope for, a mature 
young woman who has transitioned not only 
from a pediatric to an adult health-care setting 
but in life as well. She is working, married, and 
making decisions about her life, her finances, and 
her health. In the 2002 AAP, ACP, and AAFP 
consensus statement, the goal of transition was to 
“maximize lifelong functioning and potential 
through the provision of high quality, develop-
mentally appropriate health care services that 
continue uninterrupted as the individual moves 
from adolescence to adulthood” [1]. MR seems 
to have achieved this. She has a trusting, continu-
ous relationship with a primary care medical 
home and a primary care team. She has adult sub-
specialty care that is working well with her medi-
cal home and her to manage her health and meet 
her goals, she has an understanding of her illness 
that allows her to make autonomous decisions 
about her care goals, and not only is her lupus, 
the condition she has had since childhood, being 
well managed, she is also getting care for all of 
her adult health needs. This contrasts greatly with 
the status of MR at the time of her first visit with 
her adult primary care provider.

At age 19, MR presented for the first time to 
establish care with a new internal medicine clinic. 
MR had been followed for the past 6 years in an 
academic general pediatric clinic by a single 
pediatrician. She had received specialty care 
from a pediatric nephrologist and had intermit-
tently seen a pediatric rheumatologist who had 
clinic in the community once a week but resided 
in a nearby city. Her lupus was under good con-
trol. She was taking prednisone, Plaquenil, and 
warfarin as she would be a few years later. The 
transition had been necessary because her pri-
mary care pediatrician moved out of the state. 
When she knew she was leaving, she had arranged 
for MR to meet once with a med/peds trained col-
league to talk about the internal medicine clinic. 
Prior to this there had been little discussion about 
transition. Over the first few months at the inter-
nal medicine clinic, her new primary care pro-
vider and the pharmacist who ran the 
Anticoagulation Clinic that would manage her 

warfarin noted that MR was only intermittently 
adherent mostly due to lack of understanding 
about her condition and medications. The pediat-
ric office had always reminded her when she 
needed to come get her INR checks or had 
appointments or if she forgot to refill her medica-
tions. It was also noted that she was getting her 
medications through a charitable program affili-
ated with the children’s hospital that was sup-
posed to stop at age 18 but had been allowed to 
continue for her at least temporarily. MR was 
quiet and reserved and rarely questioned the rec-
ommendations of her new care team at the adult 
clinic.

The difference between MR when she first 
transitioned to her new adult primary care pro-
vider and the MR who presented 3 years later 
makes it clear that for adult providers, as it is for 
patients and their families, a successful transition 
for AYASHCN has not occurred just because a 
patient kept several appointments with an adult 
provider. To view transition as successful, adult 
providers have greater expectations. This is not 
surprising. The guidelines for transition make it 
clear that the work of transition is not finished 
after a patient establishes with a general internist, 
family practitioner, or adult subspecialist [2]. As 
outlined in more detail in Chaps. 7 and 18, there 
are a series of steps required of adult providers 
and patients and families after the initial appoint-
ment. In general, adult providers should assess 
and further help develop patient self- management 
skills and maintain communication with pediatric 
providers to ensure transition of records and 
seamless care and to close the loop on the transi-
tion, and, finally, adult providers need to facilitate 
any other transition tasks including vocational 
and social transitions [2].

So what makes for a successful transition for 
an AYASHCN from the perspective of an adult 
provider? The simplest way to understand this is 
to look at the factors that increase adult provider 
satisfaction with any patient-physician relation-
ship. Because while AYASHCN present a unique 
challenge for adult providers at the time of transi-
tion, adult providers’ goals for these relationships 
are not different from their goals for relationships 
with other patients. There may be additional 
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goals surrounding the unique needs and chal-
lenges of AYASHCN, but overall what an adult 
provider would want in a successful transition 
would be a continuous relationship built on good 
rapport and trust [3].

Trust and rapport are probably the most 
important factors in both a good patient- physician 
relationship and a successful transition. Patients 
and providers have better care experiences when 
trust and rapport are strong [4–6]. Moreover, 
patients have less anxiety and greater involve-
ment in decisions when they have trust in their 
providers [4–6].

Table 22.1 lists factors that increase or are bar-
riers to physician satisfaction with patient rela-
tionships and encounters and the factors that 
decrease physician satisfaction as well. 
Continuity of care has been consistently cited as 
important to providers [7, 8]. Access to health 
records and the information needed to care for 
patients has also been shown to be important [7, 
9]. Team-based care and the ability to delegate 
tasks or share responsibility with ancillary staff 
in the care of complex patients have also been 
shown to improve physician satisfaction [8, 9]. 
Having adequate time with patients is valued by 
providers [8]. Many of these factors are not just 
important to providers. Patients share similar 
views of what makes for a good patient- physician 
encounter and relationship [8].

Just as having more time with patients is 
seen by providers as desirable, not having 

enough time with their patients and time pres-
sures in general are barriers to provider satis-
faction with their patient relationships [10–16]. 
Similarly, just as continuity of care is valued, 
an inability to maintain an ongoing relationship 
is seen as a barrier to a satisfying relationship 
[13–16]. Along with time pressures, increased 
administrative burdens in providing care 
increase provider frustration [17]. Physicians 
find patient encounters and relationships less 
satisfying when they feel that they lack control 
and the ability to make decisions [7, 17]. This 
can be due to patient factors such as a disagree-
ment with the provider or nonadherence, sys-
tem factors such as insurance barriers, or poor 
interactions with other providers such as spe-
cialists that the patient is seeing. Providers are 
more dissatisfied when they cannot obtain the 
services that they feel are needed for their 
patients [13–16]. Providers find certain types of 
patients more difficult. Patients with somatic 
complaints and no identified organic etiology, 
increased symptom severity, and lower levels of 
function due to either physical, emotional, or 
social factors are rated as more difficult or chal-
lenging [18]. Patients with complex psychoso-
cial problems and patients with mental health 
issues are associated with greater physician dis-
satisfaction [17].

Research into the internists’ role in the transi-
tion of AYASHCN reported that they lack time to 
provide ideal care, lack needed support staff, and 
lack institutional and health system support for 
resources and reimbursement [19]. In other 
words, they do not always have what they need to 
move a newly transitioned young adult from 
where they are when they first present to where 
they should be to consider the transition success-
ful. The issues that adult providers identify as 
barriers to successful transition are listed in 
Table 22.2. Many of these issues are the same as 
the factors that impact all of their patient- 
physician relationships. A few are different. 
Concern that they lack the training to manage 
young adult patients is an issue specific to transi-
tioning patients. Too much or too little family 
involvement and patient immaturity during this 
unique adolescent to young adult transition 

Table 22.1 Provider perspectives on factors impacting 
patient-physician relationships and provider satisfaction

Factors in a good 
patient-physician 
relationship

Barriers to a good patient- 
physician relationship

Trust and rapport
Continuity of care
Access to medical 
records and patient 
information
Patient adherence
Team-based care
More time spent with 
patients

Time pressures
Lack of continuity
Administrative burdens
Lack of control
Inability to obtain needed 
services for the patient
Patients with somatic 
complaints
Patients with complex 
psychosocial needs
Patients with decreased 
function and capacity

22 Defining Successful Transition: Adult Provider Perspective
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period are two issues that have been discussed as 
impacting the patient-physician relationship.

So in the eyes of an adult provider, a success-
ful transition for an AYASHCN would be one 
that has addressed or minimized the factors that 
inhibit a good patient-physician relationship and 
has achieved the factors that are valued by the 
adult provider in all of their patient interactions. 
Not surprisingly, when one considers the barriers 
to successful transition as outlined in detail in 
Chap. 7 and more briefly in Table 22.2 and the 
process for achieving a successful transition as 
outlined in Chap. 18, all of the factors listed 
above, both good and bad, are what a good transi-
tion process is designed to address. Trust and 
report are more likley to develop when AYASHCN 
receive transition preparation from an early age, 
have an organized agreed upon transition plan, 
and have been oriented to the adult health-care 
practice, trust and rapport with the new adult pro-
vider are more likely to occur. Achieving the 
steps in the previous sentence is helpful in 
increasing the young adult’s or their caregiver’s 
ability to function within the adult health-care 

environment which is associated with better 
patient and physician satisfaction [18]. Portable 
medical summaries and good communication 
between pediatric and adult providers are 
intended to insure the adult provider has access to 
the information he/she needs. Care coordination 
before and after transition [2] is helpful in 
addressing administrative issues, eliminating 
barriers to care and barriers to obtaining services 
for newly transitioned young adults, and foster-
ing the team-based approach to care that adult 
providers find useful in caring for all of their 
patients, especially those that are most complex.

A successful transition process is one that, 
using whatever tools and resources are available, 
not only moves the AYASHCN into an adult 
practice but moves that patient into a relationship 
with an adult health-care team that is satisfying to 
both the patient and the care team. Looking back 
at our vignettes, this is the difference between 
MR at her first visit and MR at the visit 3 years 
later. She still has complex care needs, issues 
with access to care and insurance, and significant 
health issues. The biggest difference is that she 
was a mature active participant in her care and 
decision-making and she has a trusting relation-
ship with the adult care team.

One issue that is critical to a successful transi-
tion for AYASHCN is the subspecialty needs of 
AYASHCN and a strong, highly functioning 
interface between the patient, their adult primary 
care team, and the subspecialty practices. One 
factor that adult providers find to be a barrier to 
good patient-physician relationships is a lack of 
control. This does not mean control over the 
patient. Rather it refers to interference in the 
patient-physician relationship by external fac-
tors. Systems-based interference such as insur-
ance limitations to shared decision-making and 
care is one example. Fractured care among the 
primary care team and specialists is another way 
the patient-physician relationship can be dis-
rupted [21]. Lack of partnering with subspecial-
ists was identified by adult providers as a barrier 
to successful transition for AYASHCN [20].

So how is the correct relationship between the 
patient, the primary care team, and all of the sub-
specialists involved in the care of AYASHCN 

Table 22.2 Factors impeding transitions from the adult 
provider perspective [20]

Physician competency and availability

  Lack of training in the care of adolescents

  Lack of training in the conditions of transitioning 
young adults

  Lack of access to needed subspecialists

Patient psychosocial needs

Family issues

  High expectations

  Too little support for patients who need help from 
their families

  Too much involvement for patients that do not need it

Patient immaturity

  Patients are not prepared to take responsibility for 
their health needs

  Dependency on past relationships

  Patients are closed-minded to new approaches

System issues

  Lack of insurance

  Lack of time to meet the patient’s needs

Transition coordination issues

  Inadequate transfer of records

  Issues with transitioning specialist care
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achieved during and after transition? Depending 
on the patient’s condition, AYASHCN often have 
multiple specialists, frequently require care from 
specialists that the adult primary provider does 
not typically work with, or may receive some of 
their ongoing care from a pediatric subspecialist. 
Understanding how to achieve a successful tran-
sition requires a look at the accepted principles 
for primary care/subspecialty partnership that 
apply to all patients in the adult health-care 
world.

As the concept of the patient-centered medical 
home has come to encompass the goals and tasks 
that primary care providers are charged with ful-
filling in the care of all patients, especially 
patients with chronic conditions, and transition-
ing young adults [2], it became necessary to 
define the role of the subspecialist in relation to 
the evolving primary care paradigm. The 
American College of Physicians as part of their 
high-value care initiative attempted to do that. 
They outlined the ideal components of the pri-
mary care-subspecialty partnership in a 2011 
position paper [22]. The main principles that 
should guide subspecialists in providing services 
and working with medical homes are listed in 
Table 22.3. In addition, the position statement 
defined types of primary care-subspecialty inter-
actions [22]. These different interactions included 
informal exchange of information, formal con-
sultation for a specific question, comanagement, 
and transfer of care. An overriding principle was 
the need for the scope and type of interaction to 
be clear to all involved.

In the 2011 position statement of the AAP, 
AAFP, and ACP regarding best practices for the 
care of AYASHCN as they transition from pediat-
ric to adult health-care settings, similar goals for 
the interaction between the medical home and 
subspecialty practices were recommended [2]. 
Good communication between providers and 
clearly defined roles in the care of the patient 
were the two most important factors [2]. 
Application of the principles outlined by the ACP 
for ideal partnership between a patient’s medical 
home and their subspecialists would ensure bet-
ter, more coordinated, and more satisfactory care 
for patients and providers. Adherence to these 
principles also reduces the need for subspecial-
ists and adult primary care providers to have a 
pre-existing relationship which, as noted earlier, 
is sometimes a barrier for transitioning young 
adults who are seeing specialists with expertise 
different than the specialists to which most adult 
patients are referred. Application of these princi-
ples to ensure high-functioning collaboration 
between the medical home and subspecialty 
practices would represent an adult provider’s 
ideal successful transition.

In summary, to an adult provider, a successful 
transition would be one where the patient not 
only is being seen and cared for by an adult pri-
mary care team but one where the care team and 
the patient have a trusting relationship. From this 
follows all the other factors that are needed to 
successfully care for the patient after transition, 
continuity, shared decision-making, and a setting 
where barriers to transition, to quality care, and 
to satisfaction for the patient, their caregivers, 
and the health-care team can be addressed and 
overcome. In a successful transition, all of the 
teams helping the patient with their health-care 
and life goals work in partnership with clearly 
defined roles and responsibilities. Achieving this 
is hard. Pathways to successful transition have 
been discussed earlier in this book.

There is no one pathway for successful health- 
care transition that applies to all AYASHCN, and 
this is illustrated in MR’s case presented in this 
chapter. The desire to achieve successful health- 
care transition, however, is shared by all patients 
and adult providers.

Table 22.3 Characteristics of ideal subspecialty prac-
tice in partnering with a primary care medical home 
(PCMH) [22]

Effective communication and coordination with the 
PCMH

Timely consults and delivery of requested services

Efficient and effective flow of information between all 
of the patient’s providers

Effective determination of each specialty and primary 
care practice’s responsibilities toward the patient

Patient-centered, high-quality care

Support for the PCMH practice as the provider having 
overall responsibility for care coordination and care 
integration along with the patients primary care needs

22 Defining Successful Transition: Adult Provider Perspective
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Defining Successful Transition: 
Payer Perspective

Angelo P. Giardino

 Introduction: Payer Perspective  
Is Transactional

The payer perspective is fundamentally transac-
tional in nature and rooted in the management of 
an insurance benefit provided to the adolescents 
and young adults with special health-care needs 
(AYASHCN). Essential to understanding this 
perspective are the interactions between the payer 
and other entities, including (1) the purchaser of 
the AYASHCN’s benefit, (2) the health- care pro-
viders and institutions who deliver the care and 
services within the benefit, (3) the AYASHCN 
and their families, and (4) the payer’s regulators 
(see Fig. 23.1). A key point to understanding the 
payer perspective is that managing a benefit to an 
AYASHCN means managing the dollars avail-
able to support the care and services. Over time, 
the transactions around benefits and cost have 
broadened to include a balance with the mea-
sured quality of the care and services provided. 
This balance of cost and quality leads to the 
notion of value (i.e., quality divided by cost), and 
discussions around value are now routinely part 
of the benefit management discussion.

Applying the payer’s transaction-based per-
spective to defining a successful health-care tran-
sition (HCT), the fundamental question asked by 
the payer organization is “How does AYASHCN 
transitioning from a pediatric to an adult setting 
make sense from either a fiscal, operational, pro-
grammatic, or fiscal standpoint?” Additionally, if 
AYASHCN HCT does not tangibly save money 
or have a significant fiscal return on investment 
(ROI), then what other intangible benefits can be 
measured that might be used to define success, 
for example, enhanced reputation, compliance 
with a government mandate, or meeting a stated 
expectation from the purchaser? Chapter 8 speaks 
about insurance options for AYASHCN. This 
chapter will focus more on broader, general 
aspects of benefit management for the population 
of AYASHCN at the level of the payer 
organization.

Understanding the payer perspective on HCT 
is important for AYASHCN, their health-care 
providers, and the advocacy community since 
these stakeholder groups will interact with payer 
organizations as they seek to influence the 
approach to the services and supports necessary 
for effective HCT. While Chap. 24 deals more 
specifically with financing and cost issues at a 
population level related to providing HCT ser-
vices to AYASHCN, this chapter will focus on 
structural and programmatic aspects of how 
 payers address HCT. In order to understand the 
payer perspective, basic issues related to how 
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payer organizations are structured and how they 
operate are described next.

 Payer Basics: Governance

Payer is a generic term that typically describes an 
organization, namely, an insurance company that 
manages a benefit and pays health-care provider 
claims for services rendered to patients. It is 
important to discuss several high-level distinctions 
among payers as, at a practical level, they impact 
how payer priorities are established. Additionally, 
these distinctions have a tremendous influence on 
what would be considered successful, either fis-
cally, operationally, or programmatically, by a 
payer in terms of a benefit package offered to the 
AYASHCN, such as HCT planning.

 For-Profit Versus Not-for-Profit
The first defining characteristic is the distinction 
between for-profit and not-for-profit payers. All 
business entities should generate more revenue 
than expense if they are to be viable. However, 

what happens with excess revenue, the profit or 
margin, at the for-profit versus the not-for-profit 
level, is important to understand. In a for-profit 
entity, at times called an investor-owned entity, the 
excess profit is typically distributed back to the 
owners or stockholders. In contrast, at the not-for-
profit entity, which is not “owned” by investors but 
is instead incorporated by a board of directors 
drawn from another not-for-profit organization or 
from the community itself, the profit is reinvested 
into the mission of the organization. Other than 
salaries and performance- related bonuses paid to 
employees, the not-for-profit entity is not permit-
ted by law to provide excess revenue to any indi-
viduals for personal gain. It is too simplistic to 
think that for- profits will only pursue a benefit ele-
ment if it makes money and contributes to the 
profit. There are other aspects that factor into a 
payer’s business decision including intangible 
benefits related to enhanced reputation, meeting a 
regulatory mandate in the State in which the payer 
operates, or, possibly, satisfying an expectation 
from the purchaser of the insurance coverage. 
These intangible benefits must be balanced with 
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the fiscal reality of generating a profit. The not-for-
profit payer may have a lower fiscal target for the 
profit or margin that it generates from its opera-
tions, but it is not immune from financial consider-
ations. A frequent refrain in not-for-profit 
organization boardrooms is “if no margin, then no 
mission,” which reflects the fiscal reality of being 
financially viable regardless of governance.

One emerging concept that goes beyond profit 
calculation is value. A key goal for any payer is 
to increase the quality of the care being delivered 
divided by the lowest cost to deliver that care or 
benefit, representing the highest value: 
value = quality/cost [1].

Payers, physicians, patients, … each use a different 
lexicon when defining and discussing value. Each 
stakeholder group also comes to the table with per-
ceptions on how the other groups are defining 
value. As stakeholders engage to assign value to 
therapies, these gaps become glaringly obvious 
and make it clear that while we are all talking 
about the same thing, we are not always speaking 
the same language [1, p. 1].

Hence, with regard to HCT of AYASHCN, 
sharing perspectives will help all stakeholders to 
understand how each defines value.

 Private Versus Public
The second defining characteristic describing 
payers relates to the benefit being managed as 
either being a private or commercial benefit as 
opposed to being a government or public-type 
benefit such as Medicaid. This distinction has 
become less clear in recent years with the privati-
zation of government services whereby govern-
ment agencies contract with nongovernmental 
businesses to deliver services traditionally deliv-
ered by that government agency. However, the 
basic private/public distinction remains. Private 
or commercial insurance typically is provided by 
an employer to their employees and dependents. 
Small business owners or individuals may pur-
chase private or commercial insurance policies. 
The main point is that the entity purchasing the 
insurance is the primary customer setting expec-
tations for the payer. The entity who pays the bill 
gets to define what is included in the benefit that 
is managed by the payer (within regulatory 

corridors). Thus, for private or commercial insur-
ance, the payer interacts with the purchaser to 
design and deliver an insurance benefit consistent 
with what the purchaser wants, constrained by 
applicable regulations. The receivers of the insur-
ance, typically the purchaser’s employees and 
their dependent family members, have some say 
in the benefit design, but they are one step 
removed from the transaction between the payer 
and the purchaser.

Public insurance is defined by the government 
program of which it is a part. The program is 
defined by laws or regulations in terms of eligi-
bility for the benefit, the range of services that are 
covered, and how much of the cost is shared with 
the patient and family. The type of public insur-
ance that most often is discussed when consider-
ing AYASHCN and HCT is the Medicaid 
program. This chapter will focus on Medicaid as 
an exemplar of public insurance for HCT. As 
stated previously, a State government may offer 
the Medicaid program’s benefits directly, via a 
State agency, or the State agency may contract 
with either for-profit or not-for-profit insurance 
companies to offer this public benefit. The main 
point is that the government is the purchaser of 
the insurance, and it therefore, via the program’s 
design, defines what is included in the benefit and 
what is not.

For government programs, such as Medicaid, 
there are laws and regulations that form the basis 
of what is and what is not part of the benefit. For 
example, in the Medicaid program (defined in 
Title XIX of the Social Security Act), there is a 
specific section, 1905(r), which defines the Early 
and Periodic Screening, Diagnostic, and 
Treatment (EPSDT) services that provide a com-
prehensive array of health-care services for chil-
dren and adolescents under the age of 21 years. 
According to the Center for Medicare and 
Medicaid Services (CMS) [2], “EPSDT’s goal is 
to assure children get the health care they need 
when they need it—the right care to the right 
child at the right time in the right setting.” Thus, 
for AYASHCN under 21 years of age, the EPSDT 
services mandate provides for a broad range of 
covered health-care services. Paradoxically, 
AYASHCN under 21 years old, with only 
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commercial or private health-care insurance cov-
erage, have less comprehensive benefit plans than 
do those covered under the Medicaid program 
and the EPSDT mandate. Prior to age 21 years, 
AYASHCN have access to a broad range of 
health-care services and supports, and, then, they 
“fall off the cliff” of coverage as they celebrate 

their 21st birthday [3]. They no longer have the 
federally mandated EPSDT services, so coverage 
for care and supports commonly used to maintain 
function and health such as physical therapy, 
occupational therapy, and speech-language 
pathology services are often discontinued. This 
cliff is visually demonstrated in Fig. 23.2 [3].

Fig. 23.2 The EPSDT cliff for AYASHCN older than 21 
years of age (Used with Permission. Steinway C. Gable 
JL, Jan S., and MINT. Transitioning to Adult Care: 
Supporting Youth with Special Health Care Needs. 

PolicyLab at Children’s Hospital of Philadelphia; 2017. 
Retrieved from http://bit.ly/E2A_TransitionsOfCare). 
Used with permission

A. P. Giardino
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According to the Agency for Healthcare 
Research and Quality (AHRQ) (2014), this concern 
for AYASHCN falling off the cliff around the time 
of transition to the adult care setting is very real, and 
the insurance coverage issues are significant. 
AHRQ [4] notes that approximately “one-third of 
youth experience gaps greater than 6 months in 
health care coverage when moving from a pediatric 
to adult provider and between 15 and 30% of young 
adults with special health care needs have no insur-
ance coverage…[and] many have difficulty main-
taining employment, which can pose additional 
challenges to paying for health care.” [4, p. 23]

 Payer Basics: Payment Models: 
Fee-for-Service Versus Value-Based 
Reimbursement

A fundamental transaction to understand when 
considering the payer perspective is how money is 
exchanged between the payer and the health- care 
provider for the care delivered to the 
AYASHCN. Over the past decade, owing to mas-
sive health-care reform efforts, a great deal of 
attention has been directed toward payment mod-
els in health care with a focus on how financing 
and reimbursement may impact the delivery of 
care. Reforms have been proposed which seek to 
ensure that financial incentives are aligned in 
ways to promote ideal care. The traditional pay-
ment model that pervades the current U.S. health- 
care system is referred to as fee-for-service (FFS) 
reimbursement. In a FFS payment model, the pro-
vider is compensated for the volume of covered 
services delivered and not necessarily for the 
quality and measured outcome of those services. 
To manage a FFS model, a great deal of effort is 
expended in developing complex coding systems 
that identify specific diagnoses being treated and 
which help identify and count the specific proce-
dures and services provided during the encounter. 
A detailed explanation of these coding systems is 
beyond the scope of this chapter, but the result is 
a highly technical process that requires training 
and expertise to use. The coding systems result in 
large reference documents, long lists of approved 
codes specific to each type of insurance benefit, a 

billing system at the provider’s office, and a 
claims management system at the payer’s office 
that occupies a significant amount of time and 
effort to accurately count and pay for what was 
done during the encounter.

Reformers have proposed alternative payment 
models (APM) that seek to shift from this volume 
of service, or counting, approach to reimburse-
ment to a model that reimburses for the quality of 
the care delivered and, ultimately, toward a model 
that pays for achieving actual positive outcomes 
for the patient. Value in APM is defined as 
value = quality/cost. The concept of paying for 
value in health care rather than volume or count-
ing of services is generally seen as ideal, but the 
practical aspects to implementing this newer, 
operational approach are challenging. Chapter 25 
discusses several APMs. In brief, the Centers for 
Medicare and Medicaid (CMS) has developed a 
four-category framework to describe the shift 
toward value-based reforms from the traditional 
fee-for-service system, described in Fig. 23.3 [5]. 
The CMS four-category framework for value- 
based reforms includes:

 1. Fee-for-service with no link to quality
 2. Fee-for-service linked to quality
 3. Alternative payment models built on a fee- for- 

service architecture
 4. Population-based payment

Figure 23.3 [5] describes the framework and 
time frame over which CMS envisions the U.S. 
health-care system adopting alternative payment 
models. CMS is focused initially on the Medicare 
system, but the expectation is that Medicaid as 
well as much of the commercial insurance sys-
tem would likely embrace this effort as well.

In considering the potential benefit of these 
APMs as they apply to children and adolescents, 
Dr. Sandra Hassink [6], then president of the 
American Academy of Pediatrics (AAP), high-
lights the longitudinal value of pediatric quality 
and preventive measures noting specifically that 
the return on investment should not be limited to a 
benefit plan year since much of the potential ben-
efit may extend beyond that period as would be 
seen with immunizations and obesity prevention.
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Target percentage of Medicare FFS payments linked to quality and
alternative payment models in 2016 and 2018
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A focus on value of care delivered rather than 
on the delivery of a volume of services has the 
potential to be useful in promoting HCT for 
AYASHCN in that a value-based approach would 
likely avoid the challenges of counting and bill-
ing of specific services and would instead pro-
vide a pathway for the patient education and case 
management necessary for effective transition. 
Specifically, AHRQ [4], in its technical brief, 
addresses the financial challenges that a fee-for- 
service reimbursement model causes for health- 
care providers who must balance the transition 
planning needs for AYASHCN with other prac-
tice responsibilities as well:

Health care providers are often held to bench-
marked standards for volume of patients seen and 
levels of reimbursement within their practice. 
Transition care requires a significant amount of 
provider time, which results in a decrease in the 
number of patients seen by an individual provider. 
However, this care does not result in a substantial 
increase in per visit reimbursement and can there-
fore translate into a financial loss to clinics that 
provide this type of service [4, pp. 23–24].

 Payer Basics: Medical Necessity 
and Standard of Care

In order to provide health-care insurance cover-
age and conduct benefit management activities, 
the payer must have a framework from which to 
determine if a specific health-care service or sup-
port is covered. A fundamental element to this 
determination is deciding if a service or support 
is “medically necessary.” Typically, both private/
commercial and public payers work toward cov-
ering those services that are recognized as a stan-
dard of care based on a review of current evidence 
and best practice. Publicly funded programs such 
as Medicaid must by law and regulation only 
cover medically necessary care and services. 
Establishing medical necessity is rooted in the 
scientific study of health-care interventions. The 
AAP [7] defines medical necessity as:

…health care interventions that are evidence 
based, evidence informed, or based on consensus 
advisory opinion and that are recommended by 
recognized health care professionals, such as the 

AAP, to promote optimal growth and development 
in a child and to prevent, detect, diagnose, treat, 
ameliorate, or palliate the effects of physical, 
genetic, congenital, developmental, behavioral, or 
mental conditions, injuries, or disabilities [7, 
p. 400].

Ideally, there will be robust scientific litera-
ture to support the establishment of the evidence 
base for a standard of care that justifies a medical 
necessity determination. However, while that evi-
dence base is being developed, e.g., during the 
approximately 17 years described by Green 
below, payers must rely on professional consen-
sus and best practices as promulgated by authori-
tative organizations such as professional 
organizations like the AAP or governmental 
authorities such as the Centers for Disease 
Control and Prevention (CDC) and AHRQ [4] 
(see Fig. 23.4 [8]).

Looking specifically at the evidence genera-
tion process related to HCT for AYASHCN tran-
sitioning from pediatric settings, a number of 
influential position statements and best practices 
have been developed and disseminated which 
provide a platform for scientific study, the emer-
gence of scientific evidence, and for a medical 
necessity determination.

In 2014, Got Transition, a federally funded 
national center initiative focused on HCT, issued 
the Six Core Elements of Health Care Transition, 
which describe the process of HCT. Despite 
these processes being widely available in pro-
fessional publications and on the Internet, they 
have not been uniformly adopted. Payers are 
aware of the evolutionary and incremental adop-
tion of process for best practices and use medi-
cal advisory committees to stay informed of 
emerging best practices. Specifically, the AHRQ 
(2014) in its technical brief on transition care 
for children with special health needs reports 
that fewer than half of children with special 
health-care needs receive adequate support and 
HCT services, less so for those children living 
in poverty. One-third of pediatricians indicate 
referrals to adult-serving physicians, and less 
than 15% of pediatricians reported providing 
transition educational material to adolescents 
and their parents [4].
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In addition, every 10 years, the CDC issues 
national, aspirational goals meant to guide 
improvement efforts in the U.S. health-care  system 
in the ensuing 10-year period. In 2010, the CDC 
issued Healthy People 2020, which included a 
goal around increasing the proportion of 
AYASHCN whose health-care provider discusses 
HCT planning. Based on baseline data from 2005 
to 2006, a modest goal of a 10% improvement 
from 41.2% having that conversation to 45.3% by 

2020 was set. Based on data collected in 2010 and 
reported in 2016 in the Healthy People 2020 mid-
course review, little to no improvement has been 
observed in this indicator. There is minimal agree-
ment among pediatricians with the best practice of 
beginning HCT planning at or before age 14 not-
ing that 62% of pediatricians think transition plan-
ning should start between 18 and 20 years of age 
for adolescents with special needs followed by 
25% who think 15–17 is the time to begin [9, 10].
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 Application to AYASHCN HCT

From the transactional nature of the payer per-
spective, the purchaser of the health-care benefit 
can demand transition for AYASHCN to be part 
of the benefit and then pay for adequate resources 
to be made available to support a HCT initiative. 
More likely, however, the payer incorporates a 
focus on transition in its transaction with the 
health-care provider from either a financial, oper-
ational, programmatic, or regulatory point of 
view.

The financial return on investment in a HCT 
program would likely be long term in nature. 
From a payer’s perspective, the measurement of 
an ideal financial return on investment is often 
short term and somewhat linear. For example, an 
initiative that assists the patient in following an 
optimal medical management plan for their 
asthma, typically, would result in less exacerba-
tions, less emergency department visits, and 
fewer inpatient admissions. The investment in 
the relatively inexpensive initiative leads to less 
expenditures on the expensive emergency depart-
ment and inpatient stays which make for a favor-
able return on investment. Transition is likely 
not going to have that relatively short-term mea-
sured financial benefit owing to the years-long, 
longitudinal nature of transitioning for 
AYASCHN. As a result, operational, program-
matic, and regulatory returns on investment are 
more likely to be associated with HCT programs. 
As a starting point, however, the payer would 
need to establish the medical necessity for 
AYASHCN transition services and supports as a 
standard of care. At this point, with professional 
organizations like the AAP along with others 
calling for HCT services, with authoritative gov-
ernmental agencies such as AHRQ and CDC 
defining transition as part of the national agenda, 
and with a federally funded national center ini-
tiative catalyzing research and practice innova-
tion regarding transition, medical advisory 
committees working with payers who seek to be 
well informed would have ample emerging evi-
dence to determine that HCT for AYASHCN is a 
standard of care and would meet criteria for a 
medically necessary service. In the transactional 

nature of the payer perspective, how might tran-
sition become part of an intangible return on 
investment for a payer?

First, many payers embrace a public commit-
ment to quality improvement that goes beyond 
just a financial calculation around a short-term 
monetary return on investment and maintain 
instead a focus on their reputation as defined by 
high-quality and responsive service delivery. 
Numerous national quality initiatives that are 
supported by payers across the board have 
defined a vision for performance improvement in 
the nation’s health-care system. Among the most 
prominent models adopted by a large number of 
health-care organizations, including both private 
and public payers, is the Institute for Healthcare 
Improvement’s (IHI) Triple Aim model. 
Essentially, the health-care system is envisioned 
as working to improve the health of the popula-
tion by delivering appropriate care and services 
while enhancing the experience of the patient 
and family for a reasonable cost. Value then 
would be delivery of high-quality care and ser-
vices for low cost in a manner that is experienced 
as acceptable by the patient and family. Arguably, 
transition services for AYASHCN would be a 
component of the optimal care envisioned via a 
system that aspires to the IHI’s Triple Aim (see 
Fig. 23.5 [11]).

Second, Group Health of Puget Sound in 
Washington State (a well-recognized not-for- 
profit organization) has popularized a model for 
optimal care for those with chronic conditions 
that is applicable to HCT. Wagner’s Chronic Care 
Model is generally accepted as sound and is fre-
quently cited as a goal which health care should 
move toward (see Fig. 23.6 [12]). The key to the 

The IHI triple aim

Population health

Experience of care Per capita cost

Fig. 23.5 IHI’s Triple Aim (Used with permission)
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Chronic Care Model’s success is the productive 
interactions that are envisioned between a “pre-
pared, proactive practice team” and the “informed 
activated patient” that lead to desired functional 
and clinical outcomes. Clearly, the payer, in its 
transactional processes, can do much to facilitate 
these productive interactions by promoting atten-
tion on the part of the practice team and by 
removing barriers that may be in the way of 
HCT. The productive interactions can be of value 
from operational, programmatic, or regulatory 
efforts, and the ideal functional and clinical out-
comes likely will enhance the payer’s reputation 
as an organization interested in being innovative 
and delivering high-quality care and support to 
its patients.

Third, the AAP has for decades promoted the 
need for ideal primary care to occur via a patient 
family-centered medical home characterized as 
accessible, family-centered, continuous, compre-
hensive, coordinated, compassionate, and cultur-
ally effective. Payers have recognized the 
potential value for this ideal primary care model 
and will provide financial incentives to practices 
that implement this type of care in a measurable 
way (see Chap. 26). A medical home would be 
ideally suited to support and encourage HCT.

 Case Study #1: Managed Care 
Organization Pilot—Transition 
as Part of Quality Improvement [13]

In 2013, a pilot project to further understand the 
process of HCT for AYASHCN using the six 
core elements model was undertaken with 35 
participants enrolled in the Health Services for 
Children with Special Needs (HSCSN), a not-
for-profit payer in Washington DC. The pilot 
project demonstrated the feasibility for a payer 
to support the health-care system in customizing 
and delivering recommended transition services 
[13]. From the payer’s perspective, HCT made 
sense as part of the quality improvement process 
within the payer organization’s operational 
structure. The return of investment was not mon-
etary but quality.

 Case Study #2: Texas Children’s 
Health Plan (TCHP) and STARKids 
Program—Transition as a Regulatory 
Requirement

Transition services, such as ongoing case 
management to implement a care plan that 
includes a transition process beginning at 
age 14, are not typically called out explicitly 
in many benefit packages, either private or 
public. However, beginning on November 1, 
2016, the State of Texas explicitly included, 
as a requirement, the development and ongo-
ing maintenance of transition care plan for 
enrollees in a newly created benefit pro-
gram (i.e., STARKids) for children and ado-
lescents receiving Medicaid as part of their 
qualification for being in the Supplemental 
Security Income (SSI) program. This explicit 
requirement is written into the State’s uni-
form managed care contract (UMCC) and as 
such requires compliance as a condition of 
participation. Thus, as the STARKids pro-
gram is fully implemented, this contractual 
requirement can be expected to drive the 
development and maintenance of transition 
processes.

Community Health system

Resources and policies

Self-management
support

Organization of health care

Decision
support

Delivery
system
design

Clinical
information

systems

Productive
interactions

Functional and clinical outcomes

Informed,
activated
patient

Prepared,
proactive

practice team

Fig. 23.6 Chronic Care Model (Used with permis-
sion). Edward H. Wagner, MD, MPH, Chronic Disease 
Management: What Will It Take To Improve Care for 
Chronic Illness? Effective Clinical Practice, Aug/Sept 
1998, Vol 1
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 Challenge for the Future

At present, from a transaction perspective, there 
is a mismatch between the effort expended to 
achieve effective HCT for AYASHCN and the 
financial benefit that is likely to result from the 
more coordinated care results. The healthcare 
providers, AYASHCN, and their families con-
tinue to expend a great deal of effort to navigate 
through the transition process. Thus, while in the 
Chronic Care Model all stakeholders can be 
expected to experience the benefit of the acti-
vated patient and the well-informed team produc-
ing ideal HCT, the potential financial savings in a 
fee-for-service-based model that would come 
from avoiding fragmented care only go now to 

the payer and ultimately to the purchaser (see 
Fig. 23.7).

Clearly, a more equitable approach would be 
if the up-front costs required for a well- 
functioning AYASHCN HCT process could be 
defrayed by the later savings. Value-based pur-
chasing models hold great promise toward 
achieving both the Triple Aim and the Chronic 
Care Model’s ideal goals. The value-based reim-
bursement approach trusts the clinicians to do 
what needs to be done to generate, in partnership 
with the AYASHCN and their family, the func-
tional and clinical outcomes desired. In Steinway, 
Gable, and Jan’s (2017) policy brief, there are 
sets of recommendations for various stakeholders 
in the transition to adult care realm and the 
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Benefit
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potential $$

Savings

AYASHCN

Provider

Payer/Agency

Purchaser

X

X

O
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O

O

X

X

X

X

X

X

Fig. 23.7 Effort versus 
benefit for transition 
among the stakeholders

Table 23.1 Recommendations for policymakers

Problem Recommendation Recommendation details

Young adults aging out of the 
pediatric health system face 
challenges accessing adequate 
health insurance coverage or 
referral networks to meet all of 
their special health-care needs

State Medicaid directors should help 
to prevent the often predictable gaps 
in health-care coverage and access by

•  Employ methods to avert the specific 
“falloff” from Medicaid coverage as 
youth age out of children’s coverage

•  Extend habilitative services

Pediatric and adult providers, 
practices, and hospital systems 
have few incentives to interact 
with one another or to provide 
transition services

The Centers for Medicare and 
Medicaid Services (CMS) should 
utilize innovative, consistent, and 
thorough transition payment models 
that would allow compensation for 
transition-related services, thus 
incentivizing their use
Shift care coordination and care 
management to payers

•  Enhanced fee-for-service (FFS) 
payments

•  Pay-for-performance (P4P)
•  Administrative or infrastructure 

payments
•  Capitation
•  Bundled payments and shared savings

(continued)
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recommendations for policymakers that are most 
applicable to the transactional nature of the payer 
perspective (see Table 23.1 [3]).

In summary, as the nation moves toward the 
adoption of alternative payment models that are 

value-based, there is a great reason for optimism 
that the medically necessary transition services 
for AYASHCN will find paths forward that sat-
isfy the transactional needs of the payers who are 
tasked with the benefit management process.

Table 23.1 (continued)

Problem Recommendation Recommendation details

Youth with complex medical 
conditions on capitated 
Medicaid managed care plans 
are unable to gradually 
transition care from pediatric 
to adult primary care providers. 
Typically, if multiple providers 
of the same specialty see a 
patient in the same visit, only 
one of these providers can bill 
for services, which creates 
disincentives for joint visits

CMS, State Medicaid programs, and 
private insurers should create more 
flexible billing policies to allow both 
pediatricians and adult primary care 
providers to bill for the same patient 
during the transition and transfer 
process

Adult providers should have the 
opportunity to meet and assess pediatric 
patients in a familiar setting before the 
transfer process and then have the 
opportunity to work alongside pediatric 
providers if patients are ready for 
transfer

There is an insufficient number 
of dually trained internal 
medicine and pediatrics 
(Med–Peds) clinicians who are 
ideally suited to provide 
continuity of care across the 
life span of individuals with 
pediatric complex chronic 
conditions

Medicare—which covers the majority 
of the cost teaching hospitals spend on 
training medical residents—should 
increase training opportunities and 
residency slots for physicians working 
with medically complex adolescents 
and young adults

In the 2015 residency match cycle, 
there were 380 Med–Peds resident slots 
at 78 institutions across the United 
States. Med–Peds residents comprised 
less than 2% of all residents in all 
specialties through the National 
Residency Matching Program. An 
increase in the number of residents who 
specialize in Med–Peds would create a 
pipeline of providers that have the 
expertise to care for patients with 
pediatric-onset chronic illness across 
the life span Family medicine 
residencies should also add core 
competencies in providing primary care 
for persons with pediatric chronic 
conditions, which would increase 
provider knowledge and comfort in 
managing complex young adult patients

There are few opportunities to 
rigorously study and compare 
innovations to improve the 
quality of pediatric to adult 
care transitions

The Patient-Centered Outcomes 
Research Institute (PCORI), an 
independent organization dedicated to 
funding research projects that enhance 
patient, provider, and policymaker 
clarity around informed health-care 
decision-making, and the U.S. 
Department of Health and Humans 
Services’ Agency for Healthcare 
Research and Quality (AHRQ) should 
continue to fund research around the 
transition process from pediatric to 
adult health care

For example, PCORI recently 
announced a funding opportunity 
entitled, “Management of Care 
Transitions for Emerging Adults with 
Sickle Cell Disease.” Although national 
guidelines from Got Transition outline 
ideal transition goals, little has been 
done to explore best practices and 
concrete processes that achieve these 
goals

Used with permission
Steinway C. Gable JL, Jan S., and MINT. Transitioning to Adult Care: Supporting Youth with Special Health Care 
Needs. PolicyLab at Children’s Hospital of Philadelphia; 2017. Retrieved from http://bit.ly/E2A_TransitionsOfCare

A. P. Giardino
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Financial Cost of Healthcare 
Transition

Angelo P. Giardino

“…, everything we discuss in reference to medi-
cine, health care delivery or policy will merely be 
symptomatic of the overarching tension between 
our aspirations for health care and our resources to 
pay for them.” (Surgeon General C. Everett Koop, 
[1, p. 5]

 Introduction

Clearly, there is an aspiration in the health-care 
field for a transition process for adolescents 
and young adults with special health care needs 
(AYASHCN) that is “uninterrupted, coordinated, 
developmentally appropriate, psychosocially 
sound, and comprehensive,” but the resources to 
pay for those services are in question [2, p. 570]. 
This book explores many facets of the health 
care transition (HCT) process, and this chapter 
addresses financing transition services at the sys-
tem level to promote effective HCT. The finances 
for HCT have long been recognized as a corner-
stone of the process [3]. As early as 1989, the 
Surgeon General of the U.S.A., Dr. Koop [1], com-
mented about the need for financing to support 

effective HCT. In specific, at the 1989 Surgeon 
General’s Conference entitled “Growing Up and 
Getting Medical Care: youth with Special Health 
Care Needs,” Dr. Koop highlighted the following:

“The financing of care must be regarded as an 
immediate priority. We are talking about labor- 
intensive care, increasingly expensive, and the 
reimbursement systems which have not caught up 
with these facts. Children with special needs enter-
ing the adult system are not overly welcomed 
because:

• They should many times overstay their DRG 
[diagnosis related group] norm.

• They may not be covered—any longer—by 
their parents’ insurance

• If employed—even part time—they may be 
part of the working poor—uninsured but not 
destitute enough … for [M]edicaid.” (p. 5)

Since HCT is a process rather than a discrete 
event, the discussion of costs and financing is 
complex. The process is longitudinal and occurs 
within many encounters over an extended period 
and requires a broader view of how to support 
teams as they build relationships that result in a 
successful HCT. Despite a clear need for, and the 
well-recognized value of, measuring costs for a 
variety of services and supports delivered in sup-
port of HCT, this cost remains elusive:

“Measuring per capita costs is still a big challenge; 
it requires that we capture all relevant expendi-
tures, include them appropriately to local market 
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circumstances, and be able to measure actual costs 
in a care system whose current methods of pricing 
and discounting obscure them. Population mea-
sures would require some form of registration or 
sampling for defined populations and would be 
speeded by widespread implementation of elec-
tronic health record systems. Citing one serious 
gap, the IOM [Institute of Medicine] recently con-
cluded that measures of both cost and care across 
the continuum, impeded by the fragmentation of 
delivery itself, still need much more developmen-
tal work.” [4, p. 762]

The emerging literature is replete with efforts 
to improve transition for specific clinical popu-
lations. A recent PubMed search on cost for 
HCT from pediatric to adult settings yielded 87 
citations, none of which had generalizable 
financial data; the majority of these papers 
focused upon developing models for condition-
specific groups or proposing best practices to 
guide clinicians. Thus, with a paucity of peer-
reviewed literature regarding cost and financ-
ing, this chapter will focus on the health-care 
system and its approach to funding HCT. No 
specific dollar amount will be prescribed for a 
transition event nor for the transition process; 
instead, there will be a discussion of the ideal 
health-care delivery system that likely could 
support processes that facilitate effective HCT 
over time. The patient family- centered medical 
home [5], when joined with value-based reim-
bursement models, is described as having the 
potential to be the optimal care delivery system 
for transitioning AYASHCN from pediatric to 
adult health.

The chapter begins with a general discussion 
of health-care costs in the U.S.A. The cost and 
utilization of services for children with special 
health-care needs (CSHCN) and adults with 
special health-care needs (ASHCN) are dis-
cussed next. The chapter concludes with a dis-
cussion of the financial aspects of an ideal 
patient- and family- centered medical home. The 
opportunity presented by the move toward 
value-based reimbursement combined with the 
medical home delivery system is described as 
opening up the door for aspirations around HCT 
and AYASHCN as described by Dr. Koop to be 
aligned with the resources available to pay for 
this process.

 U.S. Health-Care System

 Overall

In 2014, U.S. health-care spending from all 
sources was 3.031 trillion dollars, representing 
17.5% of the gross domestic product (GDP) at an 
average cost of $9523 per person [6]. Health-care 
spending as a percentage of GDP and per capita 
spending has risen over the past several decades. 
In 1970, U.S. health-care spending was 75 billion 
dollars, accounting for 7.2% of the GDP and rep-
resenting an average of $356 per person [7]. The 
per capita expense of $9523 per person on health- 
care spending is the highest for any developed 
nation [6].

On January 1, 2014, a significant expansion 
of enrollment in the health-care insurance pro-
grams supported by the Affordable Care Act 
(ACA) of 2010 caused shifts in insurance cover-
age and a 19.5% reduction in the number of 
uninsured Americans. In 2014, there were 35.5 
million uninsured Americans having fallen from 
44.2 million in 2013 as a result of the massive 
expansion of insurance coverage ushered in by 
the implementation of the ACA. In 2014, private 
(or commercial) insurance accounted for the 
largest source of health-care spending at $991 
billion, followed by Medicare at $618.7 billion, 
and Medicaid at $495.8 billion. Individuals and 
families contribute personal funds toward the 
payment for some or all of their insurance premi-
ums and frequently also incur out-of-pocket 
expenses for health care. Out-of-pocket expenses 
alone (not counting the contribution toward the 
insurance premiums) accounted for $329.8 bil-
lion during 2014 as well. Table 24.1 [6, 8] pres-
ents data related to source of insurance and 
related health-care spending comparing 2013 
and 2014.

In the aggregate, in 2014, 28% of the dollars for 
the health-care spending in the U.S.A. came 
from individuals (a combination of personal out-
lays to cover insurance premiums and their own 
out-of-pocket expenses), and 28% came from the 
federal government, 27% from businesses, and 
another 17% from state and local governments [6]. 
Thus, 55% of U.S. health-care spending comes 
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 from private sources, and 45% is covered by a 
combination of federal, state, and local govern-
ments [6]. At a national level, the dollars are spent 
on a variety of services and supports and large 
categories of expense that include (1) purchasing 
private insurance, (2) funding the Medicaid and 
Medicare programs, (3) buying prescription 
drugs, (4) paying for hospital care and other insti-
tutional care, (5) reimbursing physician, and (6) 
the costs associated other clinical service 
providers.

 Children

Turning specifically to the portion of health-care 
spending directed toward health care for chil-
dren (i.e., those under 19 years of age), Bui and 
colleagues [9] examined data from 1996 to 2013 
and found that health-care spending on children 
increased from $149.6 billion to $233.5 billion 
during that period. Clearly, children account for 
a relatively small but important and growing 
component of the total U.S. health-care expendi-
ture. The $233.5 billion spent on health care for 
children was 8.4% of the total U.S. health-care 
expenditure in 2013, accounting for 1.42% of the 

GDP at a cost of $2788 per child. The top 10 
condition categories and their associated costs 
were:

 1. Well newborn care in the hospital setting 
($27.9 billion)

 2. Attention-deficit/hyperactivity disorder 
(ADHD) ($20.6 billion)

 3. Well dental care including dental checkups 
and orthodontia ($18.2 billion)

 4. Asthma ($9 billion)
 5. Oral disorders including caries, extractions, 

and oral surgery ($8.7 billion)
 6. Well child care in the ambulatory setting 

($8.5 billion)
 7. Upper respiratory infections (URI) ($8.4 

billion)
 8. Long-term respiratory conditions such as 

sleep apnea, allergic rhinitis, and chronic 
sinusitis ($8.1 billion)

 9. Dermatologic conditions such as cellulitis, 
cysts, acne, and eczema ($8 billion)

 10. Mechanical forces such as striking an object 
and cuts ($7.8 billion) [9]

Other behavioral health-related conditions 
joined ADHD among the top 20 conditions with 
depressive disorders accounting for $5 billion and 
anxiety accounting for $3.4 billion in expense. 
This data reflects a population based view of 
health-care spending on all children and highlights 
the investment in well care that is made in pediat-
rics, as well as the dollars that get spent on specific 
conditions and disorders affecting children and 
adolescents. Equipped now with this general 
health-care spending context, the costs and utiliza-
tion associated with children and adults with spe-
cial health-care needs will be discussed next.

 Children with Special Health-Care 
Needs (CHSCN)

According to the national representative of 
National Survey of Children with Special Health 
Care Needs (NS-CSHCN) conducted in 2005–
2006, 14% of U.S. children and youth (birth 
through 17 years of age) have special health-care 

Table 24.1 Source of insurance and related health care 
spending calendar years 2013 and 2014

Source of funds 2013 2014

Private health insurance

Expenditure (billions) $949.2 $991.0

Per enrollee expenditure $5.056 $5.218

Enrollment (millions) 187.7 189.9

Medicare

Expenditure (billions) $586.3 $618.7

Per enrollee expenditure $11,434 $11,707

Enrollment (millions) 51.3 52.8

Medicaid

Expenditure (billions) $446.7 $495.8

Per enrollee expenditure $7676 $7253

Enrollment (millions) 58.2 65.9

Uninsured

Uninsured (millions) 44.2 35.5

Uninsured (growth) −1.3% (from 2012) −19.5%

2013 U.S. population (millions) = 315.9
2014 U.S. population (millions) = 318.3

24 Financial Cost of Healthcare Transition
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needs, and 22% of U.S. households with children 
include at least one child or youth with a special 
health-care need [10]. The federal Maternal and 
Child Health Bureau (MCHB) defines children 
and youth with special health-care needs 
(CYSHCN) as “those who have or are at increased 
risk for a chronic physical, developmental, behav-
ioral or emotional condition and who also require 
health and related services of a type or amount 
beyond that required by children generally” [11, 
p. 138]. Using this definition, Kogan, Strickland, 
and Newacheck [12] estimated that one in seven 
children or about 10.2 million children in the 
U.S.A. had an existing special health- care need 
and had expenditures about three times higher 
than routinely developing children, accounting for 
42% of the health-care costs spent on child health 
care. Newacheck and Kim [13] estimate that, on 
average, out-of-pocket expenses for CSHCN are 
about twice what they are for routinely developing 
children. The share of health-care bills paid out of 
pocket varies by type of service: 12% of non-phy-
sician services such as physical and occupational 
therapy; 14% of physician services; 30% of pre-
scription costs; 40% of related services including 
vision aids, medical supplies, and other equip-
ment; and 67% of dental services. A quarter of 
families with a CSHCN spend at least $1000 out 
of pocket. For lower-income families, expendi-
tures of $250 or more are associated with family 
perception of a financial burden [14]. Table 24.2 
[13, 15, 16] compares the cost data for children 
with and without special health-care needs.

Where CSHCN get their insurance is an 
important aspect of the financing for their care. 
According to the Kaiser Family Foundation [17], 

Medicaid and other public health insurance pro-
grams cover 44% of CSHCN. Publicly funded 
insurance is the sole source of funding for 36% of 
CSHCN, and an additional 8% have public insur-
ance as a supplement for their private coverage. 
Figure 24.1 [17] arrays the types of health insur-
ance among CSHCN.

The costs described above are expected to 
increase as a function of increased prevalence of 
CHYCN. There was a 15.6% increase in children 
with neurodevelopmental and mental health con-
ditions between 2001 and 2011, accounting for 
the largest increases in chronic conditions [18].

 Adults with Special Health-Care 
Needs (ASHCN)

In the adult health services literature, costs for 
ASHCN attributed as a result of the onset or 
worsening of a chronic or disabling condition are 
referred to as “disability-associated health-care 
expenditures (DAHE)” [19, p. 45]. In 2006, 
18.2% of the U.S. adult population had a disabil-
ity; the DAHE accounted for 26.7% of overall 
health-care expenses, or $397.8 billion. The aver-
age DAHE per capita cost was $11,637. 
Considering this from a population level and 
spreading the additional costs related to disability 
across the population of the nation, the per capita 
cost for DAHE is $2190 per U.S. resident. Turning 
to the insurance coverage for ASHCN and exam-
ining the funding sources for the nearly $400 bil-
lion spent on DAHE in 2006, Medicaid provided 
for the largest portion of spending, accounting 
for nearly $161 billion, followed by Medicare 

Table 24.2 Costs and utilization for CSHCN (adapted)

Category
Children and youth with 
special health care needs

Children without 
disabilities Comparison

Hospital days 552 days/1,000 90 days/1,000 7 times higher

Physician visits 4.6 visits/year 1.9 visits/year 2 times more visits

Nonphysician professional 
visits

3 visits/year 0.6 visits/year 5 times more visits

Prescriptions 6.94 medications/year 1.22 medications/year 5 times the number of prescriptions

Home health provider days 1.73 days/year 0.002 days/year 865 times more days

Health care expenditures $2335/year $652/year 3 times the cost

Out-of-pocket expenditures $352/year $175/year 2.0 times the cost
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 spending at $119 billion, and private insurance 
costs at $117 billion [19]. Medicaid’s high pro-
portion of the expense is due to its coverage for 
long-term care services, which are typically not 
part of Medicare and private insurance.

As with CSHCN, ASHCN also incur out-of- 
pocket costs. Adults between 21 and 61 years of 
age with a disability, on average, incur $1102 of 
out-of-pocket costs for health-care-related 
expenses which is 65% greater than the same age 
group without disabilities [20]. Looking specifi-
cally at those adults with disabilities that are cov-
ered by Medicaid, 80% of their out-of-pocket 
costs are for prescription medications followed 
by costs for ambulatory services [21].

 Paying for the Costs of Transition: 
Embedding the Process 
in the Medical Home

The Six Core Elements of HCT promulgated by 
Got Transition, the Center for Health Care 
Transition Improvement, presents a best practice 
process for delivering effective HCT for 

AYASHCN from pediatric to adult settings. The 
payment models for financing the costs of this 
process remain a work in progress. White and 
McManus [22], co-directors of Got Transition, 
note that current payment models do not reim-
burse for the additional time, training, and infra-
structure needed to establish transition programs 
and processes. Nor do they adequately reimburse 
care coordination activities such as identifying 
adult providers, transferring medical records, and 
verifying successful transfer [22].

Without successful HCT, the AYASHCN’s 
health is diminished, the quality of care delivered 
is compromised and health-care costs are 
increased owing to duplication, fragmentation, 
and providing treatment later rather than earlier 
[23, 24]. Thus, a mandate exists for the develop-
ment and implementation of a financing strategy 
that will support the HCT process.

Despite this urgency and mandate, the mis-
match between our aspirations for effective HCT 
and the resources to pay for them remains. An 
Institute of Medicine [25] report 15 years ago 
suggested that the fragmentation of health care 
for everyone, including those with disabilities 

Uninsured
4%

Medicaid and Other
Public Insurance

44%

Notes: Public insurance includes Medicaid, CHIP, Medicare, and Medigap, CDC, Design and Operation of the National survey of
children with Special Health Care Needs, 2009-2010, https://www.cdc.gov/nchs/data/series/sr_01/sr01_057.pdf. Omits responses
reported as “refused,” “don’t know” or missing (<1%). Includes children ages 0-17.
SOURCE: National Survey of Children with Special Health Care Needs (2009-10), http://childhealthdata.org/learn/NS-CSHCN.

Total=
11.2 million children

Public Insurance
36%

Private Insurance
52%

Both Public 
and Private
Insurance

8%

Fig. 24.1 Type of health insurance among children with 
special health-care needs. Muscemi, MaryBeth, 
Poindexter, Danielle. Medicaid Restructuring and 
Children with Special Health. Care Needs, The Henry 

J. Kaiser Family Foundation, Issue Brief January 2017. 
(http://files.kff.org/attachment/Issue-Brief-Medicaid-
Restructuring-and-Children-with-Special-Health-Care-
Needs). Used with permission
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and special needs in the U.S.A., jeopardized 
quality of care and led to costly duplication of 
services and missed opportunities to deliver 
care in lower-cost settings. As early as 1992, 
the American Academy of Pediatrics (AAP) 
[26] called for all children to have “a medical 
home that provides accessible, continuous, com-
prehensive, family-centered, coordinated, and 
compassionate health care in an atmosphere 
of mutual responsibility and trust among clini-
cian, child, and caregiver(s)” [27]. The AAP [5] 
expanded the statement with a more comprehen-
sive interpretation of the concept and defined the 
patient- and family-centered medical home as the 
ideal way to deliver primary care to children and 
adolescents with or without special health-care 
needs. This family-centered medical home also 
includes personalized care that demonstrates the 
clinician’s knowledge of the patient and family 
environment, including work, personal, emo-
tional, and, at times, financial concerns [27]. 
For the child and adolescent with special health-
care needs, the team at the medical home also 
assists with the coordination of care with the 
patient’s subspecialist(s), the school system, and 
community providers to ensure comprehensive 
care (see Chap. 26). The AAP along with three 
other prominent medical organizations have 
issued a joint statement calling for the medical 
home principles to be extended to all primary 
care for children, youth, and adults throughout 
the U.S.A. referred to as the Patient-Centered 
Medical Home (Joint Principles, 2007). In 2011, 
the AAP along with the American Academy of 
Family Practice and the American College of 
Physicians issued a report on HCT that defined 
an algorithmic approach to care planning with 
a specific branch for those patients with special 
health-care needs which is applicable to primary 
and specialty- based practices [28].

Despite the value of addressing the fragmenta-
tion in care and toward reducing health-care costs 
promised by the medical home and effective 
HCT, in a fee-for-service health-care system 
focused on counting events, more than half of the 
time that a health-care provider spends with 
AYASHCN may involve activities such as care 
coordination that are not reimbursed by 

insurance [29, 30]. Berry and colleagues [27] 
summarize the financing dilemma of a process 
such as delivering primary care according to a 
medical home model as well as services and sup-
ports for HCT as follows:

“In general, outpatient structured clinical programs 
providing high quality of care for children with 
medical complexity have not been profitable in a 
traditional fee for service payment arrangement. 
Reasons to explain the lack of profitability include 
(1) lengthy outpatient visits (e.g., a 1 hour visit) are 
routinely needed to address health issues and care 
needs of [children with medical complexity], and 
(2) a large percentage of the time spent on care 
coordination does not occur during face-to-face 
health care encounters; the extensive non-face-to- 
face time required to effectively coordinate care 
(e.g., with phone conversations, email, home vis-
its, and health information review) is poorly reim-
bursed or not reimbursed at all.” (p. 9)

According to the National Survey of CSHCN 
(NS-CSHCN) in 2005–2006, 46% of parents of 
CYSCHN received care in a medical home type 
format that helped them coordinate their child’s 
care, 32% lacked one or more elements of ade-
quately coordinated care, and 22% felt they did 
not need coordinated care. In response to a 
question about their ability to get help in coordi-
nating their child’s care, 55% of parents reported 
they did not need any help with care coordina-
tion, 30% reported that they needed help and 
usually got it, and 15% reported they needed 
help and did not get it [10]. Care coordination 
and patient education can favorably impact the 
patient’s and the family’s experience. An analy-
sis of the NS-CSHCN in 2005–2006 found that 
children who received adequate care coordina-
tion had an increased chance of receiving fam-
ily-centered care, experiencing partnerships 
with professionals and reporting satisfaction 
with services [31]. Paradoxically, the more 
severely affected CSHCN, among the most in 
need of coordinated care, were the least likely to 
have a medical home and were also less likely to 
receive HCT services [32].

What is needed to promote medical homes 
and effective HCT for AYASHCN are alterna-
tive payment models that focus more on the 
value of the care delivered and less on volume 
of patients seen and on billing of discrete 
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services delivered. Several promising alterna-
tive payment models summarized by Steinway 
and colleagues that could promote effective 
HCT as listed next [33]:

• “Enhanced Fee-for-Service (FFS) Payments
 – In a FFS setting, providers are compensated 

based on the reporting of medical billing 
codes. Insurers could enhance current med-
ical billing codes by providing additional 
compensation (for example, at 150 percent) 
around the time of transition, recognizing 
that ensuring successful transfer to adult 
care requires additional time and work. 
While billing codes exist for transition ser-
vices, these are usually not reimbursed by 
most public and private insurers.

• Pay-for-Performance (P4P)
 – The P4P mechanism pays providers based 

on a set of previously agreed upon metrics. 
In this model, insurers could incentivize 
pediatric providers to transfer patients 
before they reach age 22, for instance, and 
incentivize adult providers to accept com-
plex young adult patients.

• Capitation
 – Capitation is the monthly payment for a ser-

vice. Monthly payments for care coordina-
tion services needed for the transition from 
pediatric to adult health care could ensure 
that providers are properly compensated for 
their time preparing the documents for 
transfer, educating patients and families and 
communicating with adult providers.

• Bundled Payments and Shared Savings
 – Bundled payments are a group of services 

that receive one amount of money per epi-
sode of care and help align incentives for 
different providers. Bundled payments cur-
rently exist for transitions from hospital to 
home, but not for transitions from pediatric 
to adult health care. Alternatively, savings 
that the health system incurs through suc-
cessful transfer could be equally shared 
with pediatric and adult providers. 
Payments could be linked to completion of 
services by both the sending pediatric and 
receiving adult providers.

• Administrative or Infrastructure Payments
 – These types of payments have been uti-

lized by both Medicare and Medicaid. 
Instead of compensating for direct clini-
cal activities, administrative or infrastruc-
ture payments are compensation for 
systems change. In the case of transition, 
these payments could be used for EMR 
adaptations that include, for example, Got 
Transition’s Six Core Elements of Health 
Care Transition.” (p. 21)

A value-based approach will likely generate 
cost savings that can then be redirected toward 
the care processes and care coordination so 
essential to delivering effective HCT [33]. A 
number of examples offer support for the value 
of clinical programs designed to coordinate 
care and optimize health [27]. Table 24.3 [27] 
summarizes these promising examples. In 
addition, the Center for Health Care Transition 
Improvement is working with six large inte-
grated care systems on value-based initiatives 
to design and deliver care models that incorpo-
rate the Six Core Elements in a clinically rele-
vant and  cost- effective manner [23].

In summary, while a specific cost figure can-
not be stated at the time of this writing, the path 
forward for how best to finance HCT for 
AYASHCN moving from the pediatric to adult 
settings of care calls for multiple strategies to 
overcome the payment barriers encountered 
when seeking to fund a process rather than a 
discrete procedure or event [22]. Health-care 
advocates interested in promoting HCT are 
increasingly focused on delivering value and 
utilizing one of the alternative payment models 
that gives health-care providers and institutions 
more flexibility in directing dollars toward 
activities that coordinate care but which have 
traditionally not been covered in fee-for-service 
volume-based reimbursement [34]. The litera-
ture supporting the value and financial benefit 
for the patient- and family-centered medical 
home cited above provides reason for a sense of 
optimism that supports for the process of care 
underlying HCT will also emerge [27]. 
However, overcoming payment barriers to HCT 
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Table 24.3 Examples of clinical programs designed to coordinate care and deliver value [adapted]

Location Description Citation

Outpatient 
consultative program 
at the Children’s 
Hospital of Wisconsin

Provides intensive care coordination for 
~230 CMC reported a $400,000 annual loss 
to operate the program while contributing 
to a 3-year reduction in hospital resource 
utilization of more than $10 million for its 
patients

Gordon JB, Colby HH, Bartelt T, Jablonski 
D, Krauthoefer ML, Havens P. A tertiary 
care- primary care partnership model for 
medically complex and fragile children and 
youth with special health-care needs. Arch 
Pediatr Adolesc Med. Oct 
2007;161(10):937–944

Outpatient primary 
care program for 
children with medical 
complexity at 
Arkansas Children’s 
Hospital

Reported a one-year decrease in the mean 
annual cost per patient per month (PPPM) 
of $1800 for inpatient care and $6 for 
emergency department care. Although 
PPPM cost for outpatient claims and 
prescriptions increased, the overall cost to 
Medicaid PPPM decreased by ~$1200

Casey PH, Lyle RE, Bird TM, et al. Effect 
of hospital- based comprehensive care clinic 
on health costs for Medicaid-insured 
medically complex children. Arch Pediatr 
Adolesc Med. May 2011;165(5):392–398

Two community- 
based pediatric clinics 
in Canada staffed 
with tertiary care 
nurse practitioners to 
coordinate care

Eighty-one patients with medical 
complexity reported a mean [standard 
deviation (SD)] decrease in per- member- 
per- month total health system cost from 
$244 (SD 981) to $131 (SD 335) without an 
increase in out-of-pocket costs to families. 
Fewer inpatient days was the primary 
reason for the decrease in per-member- per-
month child quality of life improved after 
enrollment in the clinic intervention

Cohen E, Lacombe-Duncan A, Spalding K, 
et al. integrated complex care coordination 
for children with medical complexity: a 
mixed-methods evaluation of tertiary care 
community collaboration. BMC Health 
Serv Res. 2012;12:366

Six primary care 
pediatric practices in 
Massachusetts

A care coordination intervention for ~150 
CMC/ CSHCN that included a case 
manager, parent consultant, and an 
individualized plan of care within was 
associated with a decrease in hospitalization 
rate (58–43%) and a decrease in the rate of 
parents missing 3 or more weeks of work 
(26–14%). The intervention cost $400 per 
patient

Palfrey JS, Sofis LA, Davidson EJ, Liu J, 
freeman L, Ganz ML. The Pediatric 
alliance for coordinated care: Evaluation of 
a medical home model. Pediatrics. May 
2004;113(5 Suppl):1507–1516

A medical home for ~ 
at University of 
California Los 
Angeles

30 CMC were offered an hour-long intake 
appointment, 30 min. follow-up visits, 
access to a family liaison, and a family 
notebook, reported a decrease in the 
average number of emergency department 
visits from 1.1 (SD 1.7) to 0.5 (SD 0.9) 
after enrollment

Klitzner TS, Rabbitt LA, Chang 
RK. Benefits of care coordination for 
children with complex disease: a pilot 
medical home project in a resident teaching 
clinic. J Pediatr. Jun 
2010;156(6):1006–1010

Adapted from: Berry J., Agrawal RK, Cohen E., Kuo DZ. The Landscape of Medical Care for Children with Medical 
Complexity. Children’s Hospital Association. June 2013

will not be easy. Despite optimism that alter-
nate payment models will be a useful develop-
ment along the path toward sustainable HCT 
funding for AYASHCN, families and profes-
sionals must continue to advocate that HCT is 
part of ideal care. While the alternative pay-
ment models provide clinicians and 

administrators with flexibility to support the 
care coordination efforts fundamental to HCT, 
adequate tracking and data analysis are essen-
tial so that the value of HCT for AYASHCN as 
well as to the overall health-care system can be 
measured and used to justify additional efforts 
and investment.
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Payment for Healthcare Transition 
Services

Margaret A. McManus, Patience H. White, 
and David Kanter

 Introduction

Aligning payment with recommended healthcare 
transition (HCT) delivery system improvements 
is a critical need identified by pediatric and adult 
clinicians. Although the Centers for Medicare 
and Medicaid Services (CMS) prioritized 
hospital- to-home transitions for Medicare popu-
lations, there have not yet been comparable 
efforts by CMS or private payers to establish 
value-based payment arrangements for pediatric- 
to- adult care transitions.

In 2012, CMS recognized the value of effec-
tive hospital-to-home transitions for Medicare 

populations when it introduced the Medicare 
Hospital Readmissions Reduction Program. This 
program established a set of measures to calcu-
late excess readmissions and to make adjusted 
hospital payments [1]. Further, in 2013, CMS 
lent its support for new Medicare codes for tran-
sitional care management services. These 
hospital- to-home CPT codes can be used to 
report an office visit within a specified time frame 
and a set of non-face-to-face care coordination, 
communication, and health education services 
provided by physicians and other health team 
members [2]. Research has documented the ben-
efits of combining hospital-to-home delivery and 
payment reforms in terms of cost savings and 
improvements in population health and consumer 
experience [3, 4].

While pediatric-to-adult transition encom-
passes many of the same services as hospital-to- 
home transitions, there are several important 
distinctions. First, the time period surrounding 
pediatric-to-adult transitions extends from early 
in adolescence through young adulthood—com-
pared to the brief hospital-to-home intervention 
period. Second, transition to adult care involves a 
broader set of interventions, including transition 
preparation to develop patient self-care skills and 
health literacy, identification of adult care provid-
ers, preparation of current medical information, 
communication and coordination between pedi-
atric and adult providers, and facilitated access, 
integration, and retention into adult care. In 
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 contrast, hospital-to-home interventions primar-
ily address transfer. Third, transition to adult care 
is more complex because it involves changing 
from family-centered pediatric care to patient-
centered adult care with a vulnerable age group.

Recognizing the distinctive services that are 
part of pediatric-to-adult transitions, this chapter 
attempts to identify payment gaps and options for 
shared accountability between pediatric and adult 
care. These payment options align with transition 
interventions called for in the AAP/AAFP/ACP 
Clinical Report on Health Care Transition [5] and 
the clinical approach, called the “Six Core 
Elements of Health Care Transition” [6]. The 
chapter begins with a summary of common pay-
ment barriers followed by a listing of specific 
transition-related codes. It also offers suggested 
guidance to avoid common billing and coding 
missteps along with suggested advocacy strate-
gies for negotiating coverage with practices, 
health plans, and payers. Finally, the chapter 
describes innovative payment approaches related 
to enhanced fee-for-service arrangements, capi-
tation, pay-for-performance, and bundled 
payments.

 Payment Barriers Impeding 
Transition to Adult Care

Numerous studies have examined transition bar-
riers affecting pediatric and adult providers [7–
11]. Unfortunately, most of these studies fail to 
describe specific coding and reimbursement 
issues; rather, studies simply cite “payment or 
reimbursement problems.” Table 25.1 provides a 
listing of specific payment issues identified by 
the authors as part of transition quality improve-
ment efforts that Got Transition, the national 
resource center on healthcare transition, is 
involved in.

 Transition-Related Codes

Transition is intended to be part of routine pre-
ventive, primary, and chronic care for all adoles-
cents and young adults. As such, outpatient office 

visit and preventive medicine codes—codes that 
all payers recognize—can be used to provide 
transition anticipatory guidance, counseling, and 
coordination. Table 25.2 includes a listing of 
transition-related codes. Further information 
about corresponding Medicare fees and RVUs 
and detailed CPT coding descriptions and clini-
cal vignettes can be found in Got Transition’s 
2017 Coding and Reimbursement Tip Sheet [12].

 Billing and Coding Documentation 
Guidance and Advocacy Strategies 
for Transition Payment

The American Medical Association (AMA) 
maintains the Current Procedural Terminology 
(CPT) code set which describes services 

Table 25.1 Specific pediatric-to-adult transition pay-
ment barriers

•  Codes for care plan oversight, health risk assessment 
(including transition readiness/self-care assessment), 
care management services, consultation, and 
self-care management often not recognized by 
payers

•  Transition readiness assessments and health risk 
assessments cannot be coded during the same 
adolescent or young adult preventive visit

•  Office visits for transferring patients seeing both 
pediatric and adult providers on the same day not 
covered

•  No comparable ambulatory care transition code—
like the hospital-to-home transition code

•  No CPT code for outreach and facilitated access to 
care

•  Relative value units (RVUs) for selected transition-
related codes (e.g., health risk assessment) are low 
or not published in the Medicare physician fee 
schedule

•  If transferring pediatric patient’s last visit is a 
preventive office visit, insurance will not pay for 
initial adult preventive visit until a year later

•  Electronic health record (EHR) adaptations to 
incorporate transition-related clinic procedures not 
reimbursed

•  Quality improvement (QI) processes to implement 
recommended transition interventions not 
reimbursed

•  Young adults disproportionally likely to be 
uninsured

•  Young adults have high no-show rates

M. A. McManus et al.
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 performed by physicians and other healthcare 
professionals1. The annual publication of this 
AMA-maintained code set may include year-to-
year additions, deletions, and modifications, and, 
therefore, it behooves the reporting clinician and 
other billing staff to be aware of current CPT 
guidance that pertains to the codes relevant to 
one’s practice. CPT addresses services that are 
both procedural and surgical in nature as opposed 
to cognitive and non-procedural. Non-procedural, 
cognitive services are most aligned with the ele-
ments of transitional care, and these cognitive 
services are represented by both face-to-face 
codes (such as evaluation and management vis-
its) and non-face- to-face services (such as care 
management codes). While historically a higher 
likelihood of payer coverage existed when ser-
vices were rendered face to face, more recently, 
payers have provided broader coverage of non-
face-to-face services based on the role that such 

1 Qualified healthcare professionals are non-physician 
clinical personnel who utilize their national provider iden-
tifier (NPI) number to report to payers those CPT services 
rendered within their scope of practice.

services play in managing complex clinical sce-
narios in achieving improved patient outcomes 
[13].

With such a large inventory of coded services 
relevant to transitional care scenarios (Table 25.2), 
clinicians can pursue alternatives strategies to 
maximize potential for payment for service. 
Clinicians should be aware that with the scope 
and complexity of the CPT code set, payers may 
not cover some of the services relevant to transi-
tional care. With regard to assessing likelihood of 
payer coverage, the Medicare Physician Fee 
Schedule (MPFS) provides valuable insight into 
payment policy. Although pediatricians may have 
limited Medicare exposure among their patients, 
the MPFS establishes a coverage template that 
many state Medicaid programs as well as com-
mercial payers follow. Each year CMS publishes 
the MPFS, which includes CMS-accepted RVUs 
based on AMA Relative Value Update Committee 
(RUC) recommendations, as well as Medicare’s 
coverage policy for a particular code. For exam-
ple, Medicare assignment of provider status A to 
a particular CPT code represents active coverage 
by Medicare and increases the likelihood that 
Medicaid programs as well as commercial payers 
will also cover the service (as opposed to status 
B, bundled, or status N, non-covered, which do 
not support Medicare payment and minimize the 
likelihood of Medicaid coverage for the service). 
CMS provides an online look-up tool that allows 
clinicians to enter any CPT code to determine 
Medicare RVU valuation along with Medicare 
coverage status [14]. Such information can be 
helpful not only in assessing Medicare and other 
payer coverage but also in negotiating service 
payment rates with nongovernment payers.

In addition to the MPFS, many state Medicaid 
programs publish their own physician fee sched-
ules on their online websites. These fee schedules 
not only provide the Medicaid payment rate for a 
particular service but also provide insight into 
Medicaid coverage policy (whereby absence of a 
service on the fee schedule generally indicates 
non-coverage). Since Medicaid plays such a cen-
tral role in pediatric care, clinicians and adminis-
trative staff should be familiar with their state’s 
Medicaid fee schedule policies as pertains to the 

Table 25.2 Transition-related codes

•  Office or other outpatient services, new/established 
patient (CPT 99201–99205, 99211–99215)

•  Office or other outpatient consultations, new/
established patient (CPT 99241–99245)

•  Care plan oversight services (CPT 99374–99380)

•  Prolonged services (99354, 99355, 99358, 99359)

•  Medical team conference (99366–99368)

•  Preventive medicine services (99384, 99485, 99394, 
99395)

•  Health risk assessment (96160, 96161)

•  Care management services (99487, 99489, 99490)

•  Transitional care management services (99495, 
99496)

•  Telephone services (99441–99443)

•  Online medical evaluation (99444)

•  Interprofessional telephone/Internet consultation 
(99446–99449)

•  Education and training for patient self- management 
(98960–98962)

•  Miscellaneous educational services (99078)
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types of services relevant to a given adolescent 
and young adult population. In making coverage 
and payment determinations, Medicaid programs 
base their fee schedules on state budget parame-
ters and allowances. Clinicians can play an 
important role in advocating for Medicaid pay-
ment in their respective states. Medicaid pro-
grams may not be as quick in assuming coverage 
for newly created CPT codes even though such 
services may already be actively covered by 
Medicare. Absence of a particular service in the 
Medicaid fee schedule provides an opportunity 
for the clinician to contact Medicaid representa-
tives to relay the importance of the service to 
pediatric patients and to encourage coverage as 
state budget discussions progress. Especially for 
coordinated services such as those related to tran-
sition to adult care, Medicaid programs will be 
receptive to payment in the context of clinical 
strategies that offer the possibility of reduced use 
of downstream acute care services while improv-
ing outcome [15].

Although Medicare and Medicaid coverage 
increases the likelihood of commercial payment 
for a particular service, clinicians can include any 
CPT code when establishing contracts with their 
commercial payers. While commercial payers 
may have established coverage policies regard-
ing particular types of services, some services 
may play an instrumental role in healthcare deliv-
ery for particular clinicians and patients, and 
these scenarios provide an opportunity for expan-
sion of commercial payer coverage for those 
types of services that may have special relevance 
for a unique patient population. For example, 
payer coverage of care management services 
(99487, 99489, 99490) and care plan oversight 
(99374–99380) is typically inconsistent, yet such 
services can be instrumental in managing com-
plex patients as they progress through various 
transitions in care. If claims for such services are 
denied by the payer based on non-coverage, phy-
sicians can use those denials to educate and advo-
cate with the payer when negotiating contractual 
carve-outs for such services based on the value 
they provide to beneficiaries. Payers are increas-
ingly attuned to the impact that care management 
services have on healthcare quality and patient 

outcome. If certain services are integral to a 
structured, longitudinal approach to healthcare, 
and if such services may not be currently covered 
by the commercial payer, opportunities exist to 
establish quality measure process and outcome 
requirements that can support mutual payment 
agreements between provider and payer that vali-
date effectiveness of service payment.

The evolution of healthcare toward alternative 
models of payment nicely accentuates the 
strengths that transitional care services provide to 
overall patient care. Alternative payment models 
are typically structured on creation of value by 
achieving quality at a given cost. Some of the 
non-face-to-face care coordination services 
inherent in effective transition have not histori-
cally received payment in a fee-for-service envi-
ronment but contribute value through their 
impact on a broad scope of patient care. Even 
though isolated segments of transition services 
may be represented by individual fee-for-service 
CPT codes, some of which may not be covered 
by the payer, the integration of these codes into 
models of care (e.g., Six Core Elements of Health 
Care Transition) that encompass multiple provid-
ers and environments in pediatric and adult 
healthcare settings has relevance in assessing the 
financial value of payment bundles or alternative 
payment models. By becoming familiar with and 
reporting the codes that encompass these broad 
scope services, clinicians have a better opportu-
nity to understand the value of the care being ren-
dered and can thus more effectively engage in 
discussions regarding modeling of these various 
services into an integrated approach to care and 
payment [16]. Therefore, even if a clinician has 
not received payment for the transition-related 
codes listed in Table 25.2, it is essential to con-
tinue to document provision of these services in 
order to make the case for expanded coverage.

 Alternative Payment Options 
to Promote Shared Accountability

A range of alternative payment methods can be 
considered by CMS and other payers as options 
for strengthening the delivery of healthcare 
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 transition services in pediatric and adult settings 
consistent with the AAP/AAFP/ACP Clinical 
Report on Transition and the Six Core Elements 
of Health Care Transition.

 Enhanced Fee-for-Service Payments
Fee-for-service (FFS) payments will continue to 
be important in supporting the delivery of recom-
mended transition services. Reporting the appro-
priate CPT codes and ensuring that private and 
public payers are using the current associated 
values for each code form the foundation for pay-
ment in FFS arrangements. Payers could enhance 
FFS payments—for example, paying pediatric 
and adult office visit fees at 150% of Medicare 
rates for the year surrounding the transfer of a 
new patient, recognizing the added work involved 
in transferring and accepting patients. They could 
also increase fees for care plan oversight services 
to ensure the development and updating of the 
medical summary as well as of the plan of care.

 Pay-for-Performance
Under pay-for-performance (P4P), physicians 
are paid based on agreed-upon performance met-
rics for a defined population. Payers could, for 
example, offer pediatric practices a bonus pay-
ment for successfully transferring their patients 
before age 22 with complete medical records and 
evidence of communication with adult providers. 
Similarly, adult providers could receive a bonus 
for accepting a certain volume of new young 
adult patients, communicating with the referring 
pediatric provider, and ensuring a primary care 
visit is made within 6 months of transfer from the 
pediatric provider. P4P could also be structured 
based on improvements made or scores received 
on either the Current Assessment of Health Care 
Transition Activities or the Health Care Transition 
Process Measurement Tool (available at www.
gottransition.org).

 Capitation
Monthly care coordination payments or capita-
tion can provide a mechanism for reimbursing 
the added time involved by pediatric and adult 
practices in preparing youth and their families/
caregivers for transfer to adult care, preparing 

the necessary transfer documents, ensuring coor-
dination and communication between pediatric 
and adult care systems, and implementing out-
reach and follow-up strategies for new young 
adult patients. These monthly capitation pay-
ments could also be adjusted for patient 
complexity.

 Bundled Payments
Bundled payments, by definition, include multi-
ple services typically associated with an episode 
of care. The CPT codes for transitional care man-
agement services (99495, 99496) are examples of 
a combination of services provided by a physi-
cian or qualified healthcare professional for a 
patient with moderate to high complexity transi-
tioning from hospital- to community-based set-
ting. These include a face-to-face visit, 
communication, education to support self-care, 
assessment of treatment and medication manage-
ment, identification of community resources, 
referrals, and scheduling follow-up. This code, 
however, does not extend to transition from pedi-
atric to adult ambulatory health care, only from 
hospital to home. Still, it would be possible to 
structure a bundled payment arrangement for a 
package of transfer services from pediatric to 
adult care, including an updated medical sum-
mary and emergency care plan, transition readi-
ness assessment, plan of care, and other services 
listed under the CPT Transitional Care 
Management Services. Templates for each of 
these transition services are available in the Six 
Core Elements packages (www.gottransition.
org).

 Shared Savings
By ensuring a successful transfer from pediatric 
care to adult care at a cost below budgeted 
amounts, the resultant savings associated with 
reduced emergency room visits and hospitaliza-
tions could be shared with pediatric and adult 
providers. This payment arrangement generally 
follows a defined set of structural and quality 
standards. In the case of transition from pediatric 
to adult healthcare, a potential option would be to 
use the measurement tools described above under 
pay-for-performance.
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 Administrative or Infrastructure 
Payments
This payment mechanism has been used by 
Medicare to support adoption and meaningful 
use of electronic health record technology and by 
Medicaid to conduct administrative activities 
(e.g., outreach, planning, training) to implement 
a state’s Medicaid plan. Demonstration grants 
and other infrastructure investment grants have 
been awarded to support system changes. In the 
case of pediatric-to-adult transition, this payment 
strategy could be considered for covering costs of 
customizing electronic health records to align 
with the recommended core elements of transi-
tion and for transition training of pediatric and 
adult providers, but not for direct services.

 Conclusion

Progress in advancing pediatric-to-adult tran-
sition improvements will be slow to achieve 
without payer recognition of transition-related 
codes and investment in new alternative finan-
cial incentives. Much can be accomplished by 
clinicians effectively coding for transition-
related services and working with their state 
professional chapters and Medicaid and com-
mercial insurance carriers to encourage not 
only the recognition of existing codes but also 
consideration of the value-based alternative 
payment options described in this chapter.

References

 1. Centers for Medicare & Medicaid Services. Readmis-
sions reduction program (HRRP). 2017. https://www.
cms.gov/medicare/medicare-fee-for-service-payment/
acuteinpatientpps/readmissions-reduction-program.
html. Accessed 29 June 2017.

 2. Medicare Learning Network. Transitional care 
management services. 2017. https://www.cms.
gov/Outreach-and-Education/Medicare-Learning-
N e t w o r k - M L N / M L N P r o d u c t s / d ow n l o a d s /
Transitional-Care-Management-Services-Fact-Sheet-
ICN908628.pdf. Accessed 29 June 2017.

 3. National Transitions of Care Coalition. Improved 
transitions of patient care yield tangible savings. 

2017. www.ntocc.org/Portals/0/PDF/Resources/
TangibleSavings.pdf. Accessed 29 June 2017.

 4. Wasfy JH, Zigler CM, Choirat C, Wang Y, Dominici 
F, Yeh RW. Readmission rates after passage of the 
hospital readmissions reduction program: a pre-post 
analysis. Ann Intern Med. 2017;166:324–31.

 5. American Academy of Pediatrics, American 
Academy of Family Physicians, American College 
of Physicians, Transitions Clinical Report Authoring 
Group, Cooley WC, Sagerman PJ. Supporting the 
health care transition from adolescence to adulthood 
in the medical home. Pediatrics. 2011;128:182–200.

 6. McManus M, White P, Barbour A, Downing B, 
Hawkins K, Quion N, et al. Pediatric to adult transi-
tion: a quality improvement model for primary care. J 
Adolesc Health. 2015;56:73–8.

 7. Gray WN, Resmini AR, Baker KD, Holbrook E, 
Morgan PJ, Ryan J, et al. Concerns, barriers, and recom-
mendations to improve transition from pediatric to adult 
IBD care: perspectives of patients, parents, and health 
professionals. Inflamm Bowel Dis. 2015;21:1641–51.

 8. Nehring WM, Betz CL, Lobo ML. Uncharted terri-
tory: systematic review of providers’ roles, under-
standing, and views pertaining to health care 
transition. J Pediatr Nurs. 2015;30:732–47.

 9. Okumura MJ, Kerr EA, Cabana MD, Davis MM, 
Demonner S, Heisler M. Physician views on barriers 
to primary care for young adults with childhood-onset 
chronic disease. Pediatrics. 2010;125:e748–54.

 10. Peter NG, Forke CM, Ginsburg KR, Schwarz 
DF. Transition from pediatric to adult care: internists’ 
perspectives. Pediatrics. 2009;123:417–23.

 11. Sebastian S, Jenkins H, McCartney S, Ahmad T, 
Arnott I, Croft N, et al. The requirements and barriers 
to successful transition of adolescents with inflam-
matory bowel disease: differing perceptions from a 
survey of adult and paediatric gastroenterologists. J 
Crohns Colitis. 2012;6:830–44.

 12. McManus M, White P, Harwood C, Molteni R, Kanter 
D, Salus T. Coding and reimbursement tip sheet for 
transition from pediatric to adult health care. 2017. 
www.gottransition.org/resourceGet.cfm?id=352. 
Accessed 29 June 2017.

 13. Burton R. Health policy brief: improving care tran-
sitions. Health Aff. 2012. https://doi.org/10.1377/
hpb20120913.327236.

 14. Centers for Medicare & Medicaid Services. Physician 
fee schedule overview. 2017. https://www.cms.
gov/apps/physician-fee-schedule/overview.aspx. 
Accessed 29 June 2017.

 15. Sawicki GS, Garvey KC, Toomey SL, Williams KA, 
Hargraves JL, James T, et al. Preparation for transition 
to adult care among medicaid-insured adolescents. 
Pediatrics. 2017;140(1):e20162768.

 16. Porter ME, Kaplan RS. How to pay for health care. 
Harv Bus Rev. 2016;94:88–100.

M. A. McManus et al.

https://www.cms.gov/medicare/medicare-fee-for-service-payment/acuteinpatientpps/readmissions-reduction-program.html
https://www.cms.gov/medicare/medicare-fee-for-service-payment/acuteinpatientpps/readmissions-reduction-program.html
https://www.cms.gov/medicare/medicare-fee-for-service-payment/acuteinpatientpps/readmissions-reduction-program.html
https://www.cms.gov/medicare/medicare-fee-for-service-payment/acuteinpatientpps/readmissions-reduction-program.html
https://www.cms.gov/Outreach-and-Education/Medicare-Learning-Network-MLN/MLNProducts/downloads/Transitional-Care-Management-Services-Fact-Sheet-ICN908628.pdf
https://www.cms.gov/Outreach-and-Education/Medicare-Learning-Network-MLN/MLNProducts/downloads/Transitional-Care-Management-Services-Fact-Sheet-ICN908628.pdf
https://www.cms.gov/Outreach-and-Education/Medicare-Learning-Network-MLN/MLNProducts/downloads/Transitional-Care-Management-Services-Fact-Sheet-ICN908628.pdf
https://www.cms.gov/Outreach-and-Education/Medicare-Learning-Network-MLN/MLNProducts/downloads/Transitional-Care-Management-Services-Fact-Sheet-ICN908628.pdf
https://www.cms.gov/Outreach-and-Education/Medicare-Learning-Network-MLN/MLNProducts/downloads/Transitional-Care-Management-Services-Fact-Sheet-ICN908628.pdf
http://www.ntocc.org/Portals/0/PDF/Resources/TangibleSavings.pdf
http://www.ntocc.org/Portals/0/PDF/Resources/TangibleSavings.pdf
http://www.gottransition.org/resourceGet.cfm?id=352
https://doi.org/10.1377/hpb20120913.327236
https://doi.org/10.1377/hpb20120913.327236
https://www.cms.gov/apps/physician-fee-schedule/overview.aspx
https://www.cms.gov/apps/physician-fee-schedule/overview.aspx


Part VII

Special Issues in Healthcare Transition



241© Springer International Publishing AG, part of Springer Nature 2018  
A. C. Hergenroeder, C. M. Wiemann (eds.), Health Care Transition,  
https://doi.org/10.1007/978-3-319-72868-1_26

Healthcare Transition 
and the Medical Home

Jennifer Lail

Case
Pam is a 17-year-old female with repaired com-
plex cyanotic congenital heart disease, a history 
of learning disabilities, and mild cognitive 
delays. You have been her pediatrician since 
birth, initially following her closely in her medi-
cal home, Pine Forest Pediatrics. You saw her for 
checkups and co-management of her heart dis-
ease with the Pediatric Cardiology from the 
nearby medical center before, during, and after 
her cardiac repair. Pam was entered at birth in 
your practice’s clinical registry of children with 
special healthcare needs, which is curated by 
your care coordination staff. Regular preventive 
care visits at Pine Forest, though, declined after 
her heart repair and her Kindergarten physical 
examination was completed. The birth of her 
brother reconnected the family to the medical 
home for his well-baby care, but thereafter Pam 
was seen primarily for sick visits with well-child 
care requiring outreach by practice care coordi-
nators. When Pam was 12, the emergency depart-
ment called about her admission to the intensive 
care unit for accidental head trauma. You dis-

cover that the family had suffered a contentious 
divorce and moved twice, missing contact 
attempts by Pine Forest. The mother is now the 
custodial parent and father’s involvement is spo-
radic. Needed follow-up from her intensive care 
unit stay was done at Pine Forest, with a com-
plete physical examination, including adolescent 
vaccines and screenings, cardiology appointment 
facilitated by your staff, and a discussion that 
Pam would need lifelong preventive care and car-
diac follow-up. Pam’s 12-year-old understanding 
of her condition was “I was a really sick baby 
and had surgery to fix my heart.” For a short time 
after her head injury, Pam and her family 
remained connected to Pine Forest, as they dealt 
with her menarche and her emerging learning 
differences, and you worked with Pam to coach, 
monitor, and track her self-efficacy in managing 
her conditions. Your team interfaced with her 
school around her medical absences and her 
individualized education program in school and 
connected the family to financial assistance 
resources. Your staff made a future chronic care 
management appointment for Pam and her fam-
ily, but they did not show up. Your team made sev-
eral follow-up calls and, when unable to reach an 
individual, sent a follow-up letter to the latest 
known address.

The medical home is a model of care that pro-
vides a reliable and familiar entry into a compre-
hensive care system and fosters communication 
and collaboration between and among patients, 
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families, clinicians, support staff, and the larger 
community. The medical home model [1] has 
been endorsed by pediatricians, internists, fam-
ily medicine physicians, osteopathic provid-
ers, and emergency physicians [2]. The Joint 
Principles for the Patient-Centered Medical 
Home—care that is accessible, compassionate, 
comprehensive, continuous, coordinated, cul-
turally appropriate, and family-centered—are 
important to adolescents and young adults with 
special healthcare needs (AYASHCN), since 
trusted and informed relationships and ready 
access to such care affects their clinical and 
functional outcomes [3]. However, data from 
the 2011 National Survey of Children’s Health 
demonstrates that only about half the children 
from ages 1 to 17 years in the United States 
had a medical home, with notable racial/ethnic, 
socioeconomic, and health-related disparities 
[4]. The medical home, when established as a 
reliable touchpoint for preventive, acute, and 
chronic care, represents system- level support 
for transition and transfer to both an adult model 
and adult site of care. While adherence to condi-
tion-specific medical and lifestyle regimens [5] 
is a critical piece of a youth’s care, the medi-
cal home model offers enhanced opportunities 
to provide a holistic approach to the adolescent 
and young adult (AYA). Data from a Minnesota 
program showed higher receipt of vaccines, pre-
ventive care, and screenings in AYA who were 
enrolled in a patient-centered medical home 
model of care [6]. An AYASHCN also requires 
support for preventive health practices, school 
and work performance, self-esteem, peer rela-
tionships, and evolving sexuality, with the goal 
of care integration across all the domains where 
the youth functions. A growing body of evidence 
supports the value and benefits of the medical 
home, including impacts on healthcare costs, 
quality of care, health outcomes, and family 
satisfaction [7]. The Chronic Care Model from 
Dr. Edward Wagner and the MacColl Institute 
informs the necessary medical home structures 
and processes that optimally support improved 
outcomes for youth with chronic illness [8, 
9], highlighting both the prepared, proactive 
practice team and the informed, empowered 

patient and family as foundational elements. 
The National Center for Medical Home Imple-
mentation, a technical assistance collaboration 
between the American Academy of Pediatrics 
and the United States Health Resources and Ser-
vices Administration, offers guidance in imple-
mentation of such structures, processes, and 
practices to optimize a youth’s medical home 
[10].

 The Medical Home Model: 
Relationships, Access, Population 
Management, Communication, 
and Care Coordination

When a multidisciplinary practice team imple-
ments the elements of the medical home model, 
systems and processes are built to promote 
trusted healthcare relationships, dependable 
access to care, proactive population management 
outside of face-to-face encounters, clinical infor-
mation systems for continuity and accuracy of 
health information, supportive links to special-
ists and the community, and way-finding with 
care coordination for adult care providers, fund-
ing, insurance, privacy, and, when necessary, 
guardianship. Policies, procedures, and roles 
and responsibilities across the care team mem-
bers must be explicit, with the care team’s names 
and contact information available to youth and 
families. Families may identify more strongly 
and interact more openly with team members 
other than physicians. Both licensed and unli-
censed staff are valuable to identify clinical gaps 
in care, assist with refills and pre-authorizations, 
do condition- specific self-management educa-
tion, remove barriers to care, help with transpor-
tation, maintain a registry, develop a care plan, 
and address financial and psychosocial needs 
through links to the local community. Such 
processes can culminate in the co-creation of a 
gradual and cumulative plan with each youth and 
family for a safe and effective transfer from a 
pediatric to an adult model of care [11]. Even 
so, as  demonstrated in the opening vignette, real-
izing such a transfer is complicated and labor 
intensive.
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 Relationships/Team-Based Care 
in the Medical Home

When Pam was 16, her mother told your staff 
that Pam had been tired for several months and 
wanted papers signed about her heart disease 
so she could get her driver’s license. Your care 
team, using population management strategies 
for clinical outreach, had made multiple calls 
for Pam and her brother, who were overdue for 
well- adolescent care, and arranged for them to 
see you in a week. The registry prompted staff 
that pre- visit planning should be done for Pam 
because of her known chronic conditions. Your 
staff accessed specialty records and noted 
missed cardiology and neurology visits and the 
absence of recommended lipid screening and 
vaccines and pended orders for those services in 
Pam’s chart. You saw each young adult sepa-
rately and alone after a shared interview with 
mother and each youth. In your psychosocial 
history, obtained using a validated tool 
(HEEADSSS 3.0 [12]), Pam told you everything 
was “just fine,” but the brother told the nurse 
giving his vaccine that Pam and their mother 
“fight all the time,” and Pam was “sneaking 
out” with her boyfriend. A conversation with 
Pam revealed that she was having unprotected 
sex, had no understanding of her cardiovascular 
risk if she became pregnant, and felt her mother 
was too focused on her failing grades, since 
Pam’s goal was to become a cosmetologist.

Just as youth and parents mark the earli-
est signs of puberty as a milestone, so can the 
medical home care team acknowledge early 
adolescence as a time to apply their screening 
processes to meet the needs of children in this 
vulnerable developmental zone. In their Transi-
tions Clinical Report [11], Cooley, Sagerman 
et al. suggest the age of 12–13 years to begin 
the explicit preparations for the transition of 
care to an adult-oriented healthcare model 
around the ages of 18–21 years. Such evolving 
preparation, incorporating models such as the 
Six Core Elements of Health Care Transition 
[13], can be accomplished within the medical 
home, usually in a primary care setting and in 
collaboration with the youth’s specialty providers.  

The Academic Pediatric Association noted a  
youth’s developmental trajectory and their 
dependence on family as unique relationship 
challenges in caring for adolescents [14]. The 
continuity of care afforded by empanelment, 
or the patient/family guided assignment of a 
patient to a provider-led care team, has shown 
evidence for improved access and care coordi-
nation and reduced hospitalizations and health-
care costs in chronic conditions in adults [15, 
16]. Trusted relationships developed in the 
medical home with young people who have 
chronic illness or disability can be powerful and 
forged at the tumultuous, and sometimes life-
threatening, time of the new diagnosis of the 
chronic condition. Likewise, a family may be 
given the diagnosis of a chronic condition in a 
crisis setting, such as an emergency department 
or inpatient setting with unfamiliar providers. 
The American College of Emergency Physi-
cians includes communication with the child’s 
medical home as a guideline for pediatric emer-
gency care [17]. Involvement by providers and 
staff in the medical home at diagnosis gives 
opportunities for shared decision- making, goal-
setting, and understanding of the larger family 
structure as the diagnostic and therapeutic care 
plan evolves [17]. When the care team is famil-
iar, families report relief at not having to repeat 
their child’s medical history at each encounter. 
Coping with chronic conditions stresses family 
function and adherence to medical regimens, 
as well as sibling mental health and interper-
sonal function [18, 19]. The medical home can 
address such stressors. For example, medical 
home team personnel assist with appointments 
for medical and surgical specialists, school and 
community supports, and mental/behavioral/
financial assistance.

Relationships in the medical home with a 
child and family necessarily change in adoles-
cence and young adulthood, requiring practice 
policies around adolescent confidentiality. The 
medical home practices also must establish 
legally sound processes and policies for caring 
for youth who present for care without a parent or 
guardian (care by proxy) [20]. When clinicians 
establish, from early adolescence, that the 
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parent(s) may be asked to step out of the exam 
room for the exam/conversation, both the youth 
and the parent know they can express their con-
cerns and perceptions, providing qualified confi-
dentiality. Laws around adolescent confidentiality 
vary by country and state, and it is critical that the 
medical home provider understands their laws 
around confidentiality, particularly in multistate 
care areas [21]. The American Academy of 
Pediatrics policy statement on chaperones during 
the physical exam [22] provides for shared 
decision- making about who should be present for 
physically or psychologically uncomfortable 
interactions with a youth. Setting confidentiality 
rules in early adolescence and reiterating them 
with the youth and family increases the likeli-
hood of disclosure of important information that 
may prevent adverse health consequences [23]. 
Time alone with the clinician also permits discus-
sion of the youth’s understanding of their condi-
tions, gives opportunity for information 
exchange, and validates the youth’s concerns as 
important.

Strong relationships with a medical home 
team over time prompt the discussion of the prac-
tice’s policies and procedures for transition to 
adult care services and the expectations that the 
family, specialists, and practice will collaborate 
to establish readiness and a plan for transfer to an 
adult model of care. By creating actual transition 
policies and procedures, the medical home care 
team establishes group consensus on the age at 
which a youth must leave their practice, so par-
ents and providers begin the necessary planning 
for a gradual and informed transition to an adult 
medical home. Such policies and procedures 
should include processes to identify and contact 
adult providers willing to care for AYASHCN, a 
timeline for transitions and tools to track readi-
ness, and any exclusionary criteria that would 
support delay of transition beyond the age stated 
in the policy (e.g., AYASCHN is clinically unsta-
ble or in palliative care). The transition policy 
can establish standards around appointments nec-
essary to complete guardianship documentation 
and essential content of a transition summary and 
identify provider/staff roles for each step of the 
transition process.

 Access to Care in the Medical Home 
and Beyond

At this 16-year-old well visit, Pam’s mother 
pulled you aside and said she also wanted con-
traception prescribed for Pam. She reported that 
staff layoffs are occurring at her work and she 
feared losing her job in the next wave of cuts, so 
she wanted “everything checked out” while Pam 
and her brother are insured. She could only 
come to appointments on Saturday or Tuesday, 
her days off. You signed the pended lab and vac-
cine orders and added a pregnancy test and sex-
ually transmitted disease screening after taking 
a sexual history and discussing with Pam. Your 
staff arranged for Pam to return on Saturday 
morning to complete her visit. You secure emails 
to update Pam’s cardiologist, and a local gyne-
cologist who sees teens facilitated an urgent 
appointment and reviewed Pam’s cognitive 
delays and need for contraception. Pine Forest’s 
business manager and care coordinator dis-
cussed other funding options for the family, who 
would meet Medicaid financial eligibility if the 
mother was laid off. You coded the visit for well-
adolescent care and used a 25 modifier to code 
for your separate evaluation of multiple chronic 
condition issues.

For an AYASHCN gaining access to care can 
be fraught with barriers. Lack of insurance, 
physical barriers/transportation obstacles, time 
missed from school/work, distance from appro-
priate specialists, and health literacy/language 
barriers create disincentives for AYASHCN to 
get the care they need. Lack of funding for care 
is a proximal barrier to care. Medical homes 
can help by accepting public insurance and 
working with their state’s Title V program for 
direction around eligibility for services. The 
Catalyst Center: National Center for Health 
Insurance and Financing for Children and Youth 
with Special Health Care Needs [24] offers sup-
port and technical assistance for financing 
healthcare delivery. Evolving standards for a 
youth’s continued  coverage on the parent’s 
health insurance have expanded coverage 
options for AYA, but only to age 26 in the 
United States [25].
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Titles II and III and Section 504 of the 
Americans with Disabilities Act, updated in 
2010, require adapted physical access to medical 
facilities and the services they provide for all 
people with disabilities. These include parking, 
doorway and exam room clearance for wheel-
chairs, and unobstructed paths of travel to rest-
rooms, telephones, and water fountains, as well 
as adjustable examination tables, lifts, and weigh-
ing apparatus. For AYA, privacy for vital signs 
and the exam and appropriately sized (and deco-
rated) exam rooms and examination gowns are 
other ways to diminish barriers to care in the 
medical home. Medical homes may benefit from 
an active evaluation of their physical access to 
care for the adolescent and young adult patient. A 
walk-through with a young adult/family with 
technological dependence, limited mobility, or 
sensory sensitivities will help the practice iden-
tify barriers to care. Training for staff for safe lift-
ing and transfers protects both patients and 
healthcare providers.

Access in the medical home also includes 
communication—with youth and family—so 
language translation services, use of augmented 
communication devices, and even visit-sequenc-
ing with picture schedules can help remove com-
munication barriers [26]. For youth with 
intellectual or developmental disabilities, access 
to care involves dependency on parents, family 
members, or other care providers for physical 
transport, communication, and decision- making. 
Training for staff and providers in the medical 
home on interaction with people with any sort of 
disability helps with patient and family experi-
ence, legal compliance, and service provision 
[27, 28].

National standards for certification as a 
patient-centered medical home endorse expanded 
office hours on evenings and weekends for rou-
tine or urgent care and alternate access points, 
such as secure electronic patient portals, tele-
phone consultations, and after-hours advice [29]. 
For youth with work, sports, and school commit-
ments, expanded care hours on evenings and 
weekends and same-day access to care increases 
the opportunities for continuity and avoid emer-
gency department utilizations. Acute care 

encounters offer an opportunity to identify and 
close care gaps in needed vaccines and screen-
ings and to reenter the youth into regular well- 
youth and chronic condition care visits. While all 
needs may not be met in an acute care visit (such 
as Pam’s), acute care is an opportunity to reen-
gage and schedule the youth for preventive and 
chronic care management, including planning for 
transition and evaluating readiness skills. Medical 
homes can adapt time slots for such visits to 
accomplish many services in one visit (called 
max-packing [30]) and adjust medical coding to 
cover the extra time allotted for such care [31]. 
“No-shows” for appointments can be averted by 
population prediction based on prior missed 
appointment rates [32], acknowledging that 
transportation instability or public transit use 
may affect both attendance and timeliness for 
appointments. Medical home providers should 
establish expectations about visit attendance and 
timeliness with the youth; details of follow-up 
care for which the AYASHCN is responsible 
should be included and reviewed in the after-visit 
summary.

With the focus on management of their dis-
ease, young people with chronic conditions often 
do not receive preventive care [33]. Preventive 
care and chronic care visits in the medical home 
are a good way for AYASHCN to practice access-
ing care, refilling medications, and obtaining 
phone advice. Pre-visit contacts and planning 
(see below) with the youth or family can remind 
them of an upcoming appointment and identify 
the issues that matter to them, as well as updating 
the provider on the interim health history. In the 
known environment of the medical home, grad-
ual testing of the youth’s ability to make their 
own appointments, call for their medication 
refills, and identify their own concerns at medical 
encounters can occur. Such practice could create 
a phased independence with more responsibility 
and confidence-building while still within the 
pediatric model of care. For AYASHCN, the 
completion of sports, school, and camp forms 
can serve as a prompt for healthcare maintenance 
visits, as well as chronic condition management 
and transition readiness assessments. Access to 
online patient portals with connections to 
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electronic health records may require adaptation 
for youth with disabilities, based on state privacy 
and consent laws for teens [34]. Securing accu-
rate contact data for the youth is critical, as they 
may have limited data access on cellular devices 
and resist having their minutes spent on medical 
interactions. Reminders about upcoming appoint-
ments, with some flexibility about late arrivals, 
may help adolescents continue their connection 
with a childhood medical home. Gaps in needed 
care are common in adolescence [35]; the medi-
cal home’s population management task is to 
identify those who have unmet needs and provide 
timely access to care to meet them. Identifying 
all the places a youth receives care provides a 
more comprehensive picture of their needs, since 
care may also be delivered by specialists or at 
emergency departments, school-based health 
centers, urgent care centers, or community health 
options such as Planned Parenthood. Same-day 
access to care is optimal for adolescents who are 
still developing their planning and time manage-
ment capabilities and encourages the youth to 
align their care within the medical home.

 Population Management 
Infrastructure

Before Pam’s Saturday visit, your clinical assis-
tant accessed and unified online records from her 
cardiologist at one medical center and the dis-
charge summary from her intensive care unit stay 
for head trauma at a different hospital. She noted 
a recent fax from an urgent care center with diag-
nosis of bronchitis (with a reported history of 
smoking a pack a day of cigarettes). Your assis-
tant contacted the mother for more information, 
who reported she saw oral contraceptive pills in 
Pam’s bookbag, prescribed at a local family 
planning center. Your assistant noted that Pam 
has missed a neurology appointment as part of 
her head trauma follow-up. Using an electronic 
template, she copied and pasted this collated 
information for your review.

In the context of the medical home, population 
management refers to efforts to optimize health 
outcomes of the practice’s patients by identifying 

and providing needed preventive care and by 
addressing gaps in care in chronic condition man-
agement. In both pediatric and adult models of 
care, AYASHCN benefit from elements of popu-
lation management, such as care coordination, 
health education, and self- management support 
delivered in a highly functioning, patient-cen-
tered medical home [36]. Practice infrastructures, 
such as patient registries, proactive outreach for 
needed services, care- planning processes, and 
personnel to help navigate health services, all 
support a medical home’s ability to improve care 
quality and patient experience. Providers’ panel 
sizes vary by practice size and patient complex-
ity, and knowing who your patients are (empanel-
ment) is as important as the patient knowing their 
provider [16, 37]. Both research- and disease-
specific registries have been in use for years, but 
more primary care practices are using patient reg-
istries to identify a provider panel and manage a 
specific set of metrics at both the population and 
patient level. Medical homes that use paper or 
electronic registries to identify patients with 
higher needs can stratify those needs and apply 
interventions and appropriate staff to address 
them. Applying the medical complexity algo-
rithm developed by Simon et al. [38] can be a first 
step to stratifying the medical complexity of 
those in a population registry. Such needs may be 
condition-specific (e.g., HbA1c in diabetes or 
thyroid-stimulating hormone in Down syn-
drome), psychosocial (transportation, handi-
capped parking placards, energy assistance 
needs), or based on utilization (readmissions, 
emergency department use). Registries serve as a 
foundation for population management, with the 
ability to predict and plan for needed care, visits, 
or procedures [39].

At a population level, a registry can begin as a 
list of patients having received services in the 
practice within a time frame, often the prior 3 
years, following the Centers for Medicare & 
Medicaid Services definition of a new patient [40]. 
The medical home must define their active sub-
population for measurement and may choose to 
exclude patients they do not expect to follow over 
time, such as one-time visits and patients who are 
outside their service area or are second- opinion 
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consults [41, 42]. Practices can develop the regis-
try to track preventive and condition- specific ser-
vices for reliable delivery to their population, such 
as adolescent well care, influenza vaccines, or 
sexually transmitted disease screening, and to 
identify which providers have openings in their 
patient panels. High-functioning registries can be 
used to measure patient outcomes and utilization 
and direct a practice’s quality improvement initia-
tives by identifying where care is being missed or 
inappropriately accessed. Registries provide the 
data needed to drive and document quality 
improvement efforts required by insurers or certi-
fying bodies such as HEDIS [43] or the National 
Committee on Quality Assurance.

At an individual patient level, when a patient 
is due for or missing care, the youth’s identified 
care team can reach out to the youth to remove 
barriers to completion. Evidence-based standards 
of care for more common chronic conditions, 
such as Down syndrome, attention deficit/hyper-
activity disorder, asthma, obesity, and epilepsy, 
can be applied reliably via a registry with retriev-
able data to identify all patients coded with that 
condition. For high-severity, low-frequency con-
ditions such as cerebral palsy, cystic fibrosis, or 
genetic/metabolic disorders, a registry can be 
used to assure patients are receiving health main-
tenance services, such as body mass index, lipid 
screening, vaccines, and wellness exams. 
Registry use permits a care team in a medical 
home to anticipate and plan for a youth with a 
chronic condition prior to their encounter. Pre- 
visit planning templates and processes tap the 
skills of a variety of support staff to gather 
records and results from interim encounters at 
other healthcare sites, review vaccine status, and 
identify needed screenings [44] and to follow up 
after the visit to close gaps in care. Practices who 
collaborate within an integrated health system 
may share electronic records with specialists, 
easing access to their consults, labs, and imaging. 
Those without electronic interoperability or 
access to specialists’ medical records may need 
to facilitate electronic access for staff members, 
permitting access to records that clarify the 
patient’s clinical picture and do not put the burden 
of communication on the youth/family [45, 46]. 

Such preparation [39], which may include a 
phone or electronic staff contact with the family 
before the visit, focuses and streamlines the inter-
actions to assure that care needs are met and fam-
ily concerns addressed before, during, and after a 
completed appointment. Pre-visit planning with 
the family can accomplish medication reconcilia-
tion and completion of online screenings through 
a health portal and identify medication and equip-
ment needs even before the encounter. By having 
a patient’s care gaps identified, orders may be 
placed for labs or vaccines, and needed action 
included in the after-visit summary for the 
AYASHCN [47]. For a youth with medical com-
plexity, this medical “to-do” list reminds them/
their family of needed follow-up and identifies 
contact numbers and links to community 
resources. For efficiency with an electronic 
health record, smart phrases or autotexts can be 
created to include condition-specific guidance in 
the after-visit summary. Such follow-up is espe-
cially effective when supported by care coordina-
tion staff, who may be licensed or unlicensed but 
are responsible as a care team member to facili-
tate needed services. Planned care has been asso-
ciated with improved clinical and functional 
outcomes, as well as enhanced joy in work for 
providers [48, 49].

For youth with multiple or severe conditions, 
chronic care management visits accomplished 
between preventive care visits permit closer 
medication management and offer opportunities 
for condition education, transition readiness 
assessments, and co-managed care with special-
ists. These encounters can be coded as health 
maintenance visits to address issues outside of 
preventive care. McManus et al. provide detailed 
coding guidance for these face-to-face encoun-
ters [50]. Such co-management in the medical 
home may be particularly helpful when a youth’s 
specialty provider is at distance or when the 
needed surveillance includes laboratory or imag-
ing results. Telephone consults, electronic com-
munications, or alternating visits with specialists 
after chronic care management visits may pre-
vent the family lost time from school or work and 
costs of travel and complete missed specialty 
follow-up.
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Personnel and processes within the medical 
home are needed to perform these critical func-
tions of planning care, co-managing with other 
health providers, and outreach with the youth and 
family. Practices who choose to care for 
AYASHCN will benefit from team-based care 
design [51], standardizing their roles, responsi-
bilities, and processes to have staff operating at 
the top of their licensure, communicating effi-
ciently, and coordinating care for their panel of 
patients. Size of patient panels and time spent in 
visits and care coordination will vary by patient 
complexity. Staff support frees up physicians to 
see patients, helping promote ready access to 
care. Development of both licensed and non- 
licensed staff for registry curation and care gap 
closure closes the loop on outstanding healthcare 
needs. Such interaction reinforces self- 
management education with a young adult and 
encourages a gradual and informed transition to 
handling their healthcare services.

 Communication/Monitoring/
Measuring with Clinical Information 
Systems

Having reviewed the completed pre-visit plan-
ning template for Pam’s Saturday visit and noted 
the negative sexually transmitted disease screen 
and pregnancy tests, you met with her and her 
mother, together and separately. You explained 
that you have a bigger picture of Pam’s history 
from reviewing records from multiple sources and 
heard more about her fatigue, declining school 
performance, family conflict, and desire to get 
her driving permit. Pam’s adolescent depression 
screening tool showed evidence of mild depres-
sive symptoms. You completed your online transi-
tion readiness assessment tool, noting multiple 
areas needing attention, and offered your team’s 
collaboration with the local school system to 
clarify Pam’s learning challenges. You elicited no 
history or symptoms of cardiac deterioration, but 
explained the risks of smoking and substance use 
privately to Pam, and used your online directory 
of resources to provide teen smoking cessation 
resources in her after-visit summary. With Pam 

and her mother, you reiterated the need for 
cardiology and neurology follow-up, placed new 
electronic referrals, and included your clinical 
assistant, who helped with appointment schedul-
ing and tracked completion. You received consult 
notes from cardiology and neurology, both of 
whom requested annual follow-up with Pam, but 
note that they transition youth to adult specialists 
at age 18.

Pam came to see you 13 months later, having 
turned 17, after multiple outreach efforts by your 
staff. She reported that her mother was laid off, 
she is now insured by Medicaid, and she intended 
to quit high school since she has a job at a fast- 
food restaurant and is happily living with her 
boyfriend. She reported that she has quit smok-
ing, gets her own prescriptions filled, and still 
wants to go to cosmetology school. You again 
explained the Pine Forest policy that you will 
continue to see her until the end of her 21st year 
and would need several chronic care manage-
ment visits to prepare her and locate an appro-
priate adult medical home and adult specialty 
care for her. Your care team linked her to local 
vocational rehabilitation resources and assured 
she is receiving reliable family planning services. 
Pam agreed to another visit in 3 months. She 
asked if you will still be her doctor if she has a 
family of her own.

By having and documenting a holistic view of 
a youth’s healthcare, the medical home is one key 
to a safe transition and transfer of care for 
AYASHCN. Serving as a communication hub in 
the youth’s healthcare, the medical home multi-
disciplinary team, in partnership with the youth 
and family, requires efficient clinical information 
systems. Information tools and reliable processes 
for their use promote communication, monitor-
ing, and measurement, particularly when multi-
ple providers are contributing to the youth’s care 
plan.

Optimally, such systems are entirely elec-
tronic and interoperable, but more likely include 
multiple inputs, such as fax and postal 
 communications, paper forms, and phone mes-
sages from many sources. Sharing current and 
accurate clinical information is critical when the 
youth’s specialty care occurs at a distance from 
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their residence and medical home [52]. For youth 
with medical complexity, communication with 
home care nursing, durable medical equipment 
suppliers, and state-mandated plans of care is 
often external to the patient’s electronic health 
record. Letters of medical necessity and pre- 
authorizations for medications are common for 
AYASHCN whose conditions involve progres-
sive decline, technological dependence, or off- 
label medication prescription. Accordingly, a 
medical record that accurately reflects the plan of 
care for a youth with a chronic condition is foun-
dational in the medical home.

O’Malley and Reschovsky reported low reli-
ability in bidirectional communication between 
specialists and primary care providers in both 
referral information and consultation reports 
[53]. Features of practices that supported reliable 
communication were “adequate” visit time with 
patients, receipt of quality reports regarding 
patients with chronic conditions, and nurse sup-
port for monitoring patients with chronic condi-
tions. Because the medical home synthesizes 
input from many sources, electronic access or 
bridges to permit staff communication across 
non-interoperable electronic health systems may 
be necessary to locate consultations and emer-
gency and inpatient reports, labs, and imaging, 
particularly for pre-visit planning [54]. Human 
processes, such as reliable medication, nutrition, 
and vaccination reconciliation in the medical 
home, are important for safety for AYASHCN, 
whose care involves multiple providers, thera-
pists, pharmacies, and suppliers and who may 
elect to add over-the-counter or homeopathic 
medications or supplements to their regimens. 
Reliability can be increased by mapping and 
standardizing processes to maintain problem and 
medication lists and by using electronic tem-
plates for encounters and pre-visit planning. 
Adolescent well-care standards can be templated 
within an electronic encounter to give decision 
support around needed screenings and preventive 
care. Electronic templates for letters of medical 
necessity [55], standardized academic testing 
accommodations, and collegiate housing adapta-
tion can save time for providers. The National 
Alliance to Advance Adolescent Health provides 

templates for transition summaries and 
emergency care plans for completion in the medi-
cal home.

Electronic scheduling may require visit types 
with extended time slots based on clinical com-
plexity and needs noted in pre-visit planning; a 
patient in the practice registry with medical com-
plexity who needs a college physical examina-
tion will need a longer appointment to meet 
needs, complete necessary documentation, and 
avoid delays.

Data collection within a clinical information 
system permits longitudinal monitoring of met-
rics affecting the youth’s clinical and functional 
outcomes. Flow sheets for data collection or lab 
results permit data retrieval from discrete fields, 
averting lengthy chart review and permitting 
both youth and provider to see condition metrics 
over time and implement needed changes. By 
sharing and interpreting such results with the 
youth, the medical home can enhance the youth’s 
understanding of their condition, empowering 
them for a safer transition to adult care. 
Monitoring of chronic conditions, particularly 
when co-managing with specialists, is aided by 
condition-specific standards of care (such as 
acceptable ranges for lab results) and the ability 
to retrieve and integrate data from multiple 
sources. Youth may incorporate medical mobile 
phone apps for condition tracking, risk alerts, and 
education [56, 57]; personal medical monitoring 
device integration with the electronic health 
record is underway. The clinical information sys-
tem can be used to delineate the youth’s care 
team members inside and outside the practice, 
including dieticians, specialty providers, and 
therapists for easier access to collaborative think-
ing about a youth’s care plan and to inform their 
transition summary on transfer to adult care. 
Medical homes may create explicit co- 
management agreements [58] with consulting 
specialists to define who is monitoring and 
addressing a specific problem, such as hypothy-
roidism, or glycemic monitoring for atypical 
antipsychotic use. The youth’s role in a co- 
management arrangement with a specialist 
involves knowing who and how to contact the 
proper individual for concerns. Both the medical 
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home and specialty provider support a youth with 
a chronic condition in accepting more self- 
management of their condition over time. 
Tracking the youth’s readiness for transition can 
be done electronically using validated tools that 
identify both strengths and areas needing atten-
tion [59].

A clinical information system permitting data 
collection within the medical home also can drive 
quality improvement in processes of care, out-
comes, and utilization. The medical home may, 
for example, evaluate their performance on 
HEDIS measures, such as their population’s 
meningococcal and influenza vaccination rates 
and numbers of youth receiving recommended 
chlamydia screenings [60] or the National 
Quality Forum’s measurement of Adolescent 
Assessment of Preparation for Transition 
(ADAPT) to adult-focused healthcare [61, 62].

 Care Coordination, Resources, 
and Way-Finding

Pam now returns for her 3-month follow-up visit 
with you and proudly announces that she is preg-
nant and saving money for cosmetology school 
while working at her restaurant job. Her mother 
did not come with her to your visit, and Pam 
reports her mother and she don’t talk since she 
moved in with her boyfriend. Pam went to her 
cardiology and neurology appointments, but she 
does not recall any discussion of how long she 
would be followed in their practices. While your 
practice’s transition policy indicates transition at 
age 21, your group included a clause that preg-
nancy required transfer to obstetrical and adult 
care practices. Concerned, you call the medical 
center where Pam receives cardiac care, grateful 
to find a teen pregnancy support program to 
which you make a referral. You write for prenatal 
vitamins for Pam and promise to follow up by 
phone (confirming her contact number) to assure 
she attends her obstetrical visit. You explain that 
her heart, while repaired, may be stressed by the 
pregnancy and follow-up with her cardiologist is 
critical. Later that day, you call the pediatric car-
diologist, who assures you she can be followed by 

the adult cardiologist who specializes in congeni-
tal heart disease. Your staff works with Pam 
around her Medicaid coverage and the possibil-
ity of Social Security benefits, and they give her 
contact data for the local Women, Infants, and 
Children (WIC) program [63], explaining the 
importance of Pam’s nutrition. Your care coordi-
nator collaborates with the nurse practitioner 
running the teen pregnancy program, in an 
attempt to assure that Pam attends her scheduled 
appointment. You and your care coordinator 
work to create a transition summary for Pam, 
acknowledging that she needs more preparation 
for her transition and that you and your staff are 
available for questions or information.

Medical homes are an integral part of the med-
ical neighborhood [64], an alliance of clinical 
and community supports that contribute to the 
health and well-being of a community, as well as 
that of an individual youth. Schools, faith-based 
groups, condition-specific nonprofit organiza-
tions, camps, specialists, therapists, mental health 
services, addiction/abuse services, and residen-
tial care settings and vocational rehabilitation 
groups are examples of other members of the 
medical neighborhood. Anecdotal or personal 
knowledge of one’s medical neighborhood is 
helpful, but not sufficient, for meeting the needs 
of AYASHCN and their families. Medical homes 
may create paper and/or electronic databases of 
available supports for AYASHCN in their com-
munity and include lesser-known resources for 
AYASHCN such as contact data for compound-
ing pharmacies, legal aid, reproductive health, 
respite care resources, and supports for individu-
alized education programs. Those teams who 
care for AYASHCN need awareness of and 
resource connections to links for family supports 
around the assignment of full or partial guardian-
ship [65], application for Social Security bene-
fits, and direction to legal assistance for special 
needs trust funding. Limitations based on geo-
graphical location and accepted insurers must be 
noted. Medical homes will benefit from a 
 database of such supports, which can be drawn 
from prior completed referrals, patient and fam-
ily reports, and connections from specialty col-
leagues. Medical centers have print and online 
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referral directories; medical homes can develop 
relationships with the referral teams at specialty 
centers, inviting specialists for information shar-
ing opportunities in their practices. Such connec-
tions are facilitated when a particularly productive 
referral has been completed with a specialty 
group or when a new specialist joins the medical 
center and is making new services known. The 
Internet and social media provide opportunities 
for family-to-family support, which may or may 
not be curated for accuracy. Collaborative efforts 
among families, specialists, community services, 
schools, camps, respite care services, staff and 
providers in the medical home, and community 
leaders foster the development of a database. The 
National Institute for Children’s Health Quality 
and the American Academy of Pediatrics offer 
resources and toolkits to develop family advisory 
councils that may contribute knowledge of com-
munity resources to the database [66].

An updated database of available adult pri-
mary care and specialty providers who will 
accept care for AYASHCN is vital to a successful 
transition program. Strategies used by practices 
to identify adult providers include surveys to sur-
rounding family medicine and internal medicine 
practices to identify who is accepting new 
patients, AYASHCN, and patients with public 
insurance. Contacts through local medical societ-
ies may be useful, and certainly location of and 
connection with transition medicine or combined 
medicine-pediatrics training programs at medical 
centers are opportunities for transition/transfer of 
care of AYASHCN. Primary and specialty pro-
viders may differ on the age at which they expect 
a youth to move to adult care sites. Both the fam-
ily and provider benefit from a history of success-
ful transfers of other AYASHCN into a selected 
practice. Adult practices that have undergone 
medical home transformation efforts may have 
systems for care coordination, population man-
agement, and referral tracking (see Chapters 12, 
16, 17, 18, 22).

Pam calls you several weeks later to report 
that the baby’s fetal echocardiogram looks nor-
mal. You explain that you will be delighted to be 
the pediatrician for her child, but you will also 
help her find an adult practice for her own health-

care, ideally in the same health system with her 
cardiologist. A call to the medicine-pediatrics 
training program indicates that Pam would meet 
criteria to join their practice; your transition 
summary is sent with your contact data if ques-
tions exist.

 Summary

The medical home model of care is a highly 
supportive element in the care of AYASHCN. It 
is built on relationships, ready access, and prac-
tice infrastructure such as electronic records, 
registries stratified to identify highest need, 
team- based care coordination, and self-manage-
ment support. The primary care medical home, 
covering large age ranges and a diverse array of 
conditions, must have knowledge of, and con-
tacts for, services they cannot provide directly. 
Time, staffing, and unbillable services around 
care coordination [67] and care transitions are 
being recognized as critical elements to good 
outcomes and patient experience in health, with 
opportunities to generate a billing code for such 
services. Payment for them is not universal; this 
needs to improve. To promote fiscal viability in 
the current U.S. healthcare funding environ-
ment, medical homes who choose to include 
AYASHCN must build processes and roles that 
permit maximal efficiency by all staff members, 
with all personnel optimizing their talents and 
working to the top of their license [68]. 
Electronic record systems should be optimized 
to template encounters with electronic retrieval 
of often-used data, such as lab results, imaging 
reports, and recent consults. Providers and busi-
ness staff must be educated on coding practices, 
with regular audits to assure documentation and 
coding are aligned [50]. Providers and staff 
must be dedicated to working as a team, using 
all available contacts and talent to meet the 
needs of the AYASHCN. The ultimate goal, as 
in parenting AYASHCN, is to support their opti-
mal outcomes and personal goals, promoting 
independence and self- sufficiency for a gradual, 
informed, and successful transition to an adult 
care model.
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The Hospitalist’s Perspective 
on Healthcare Transition

Ryan J. Coller, Sarah Ahrens, and Debra Lotstein

 Background

A 19-year-old patient with severe cerebral palsy 
presents to the emergency department of a busy 
tertiary academic center in respiratory distress. 
The emergency department (ED) providers pre-
pare to admit the patient for suspected aspiration 
pneumonia. After the admitting pediatric hospi-
talist tells the ED that they don’t accept patients 
over 18, the admitting internal medicine hospital-
ist is called and accepts the patient. During trans-
fer, the patient’s mother realizes that instead of 
heading to the familiar children’s hospital units, 
they are heading for a bed on an adult unit. This 

is their first time being admitted outside of the 
children’s hospital; and while they are techni-
cally in the same organization, a flood of panic 
overwhelms her. “Will they know his routines?”; 
“How will the providers talk with us?”; “Can his 
sister stay with him?”; “Do they know what 
Lennox-Gastaut means?”; “What are rounds 
like?”; “Where do I park?”; “Will we still have 
child life, social workers, the subspecialists who 
know him?”….

For children with chronic health conditions 
and their families, acute hospitalizations are 
often times of crisis. The fragile and exhaust-
ing realities of an acute hospitalization expose 
medical, financial, and psychosocial vulnera-
bilities distinct from other healthcare encoun-
ters. Abrupt and poorly executed transition to 
a new adult setting can only exacerbate this 
stress for families and risk worsening the 
young adult’s health and healthcare through 
gaps in information transfer. Moreover, poor 
transitions can also lead to provider frustration 
in both pediatric and adult inpatient healthcare 
teams.

The transition from pediatric to adult inpatient 
medical care also has tremendous ramifications for 
healthcare policy. At the national level, spending 
on adult patients admitted to children’s hospitals 
has grown to $1 billion annually [1], as adult-aged 
patients with childhood-onset, chronic conditions 
are increasingly admitted to children’s hospitals 
[1]. This suggests that both this patient population 
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is growing in size and there are important barriers 
to transitioning adult patients out of children’s 
hospitals.

Inpatient transitions have elements that make 
them different from other ambulatory transitions of 
care. For example, because hospitalizations are typ-
ically unplanned events, it can be difficult to ade-
quately anticipate all of the issues that can arise with 
the change to a new location of care. Orchestrating 
inpatient transitions in the ambulatory setting can be 
difficult for outpatient providers who may lack rel-
evant knowledge or influence over inpatient sys-
tems. As a result, despite its substantial influence on 
health and healthcare experience, the hospital tran-
sition may be neglected altogether.

Although many informative youth-adult tran-
sition guidelines and frameworks have been cre-
ated to help families and providers navigate this 
major milestone [2–8], far less attention has been 
paid to how the element of hospital care fits 
within existing transition models. Practical strat-
egies to anticipate, identify, and address the 
issues specific to transitioning inpatient care 
from pediatrics to adult hospital settings are 
largely missing. As a result, pediatric and adult 
hospital-based providers (aka physician “hospi-
talists”) have been mostly left out of these plan-
ning activities. This is a major gap in improving 
the transition to adult care process generally, as 
these providers now carry out the majority of 
inpatient medical care and are therefore an 
important part of the medical care plans for ado-
lescents and young adults with special healthcare 
needs (AYASHCN). The hospitalists’ role in the 
transition process is further complicated by the 
fact that they usually have less continuity with 
the family and may not have relationships with 
the youth’s primary medical specialists.

Some of the challenges of inpatient youth- 
adult transitions are tightly connected to other 
health system challenges, such as difficulties in 
outpatient transition processes, inpatient- 
outpatient transitions, and primary care- 
subspecialty communication. In an ideal health 
system, many of these failures would be proac-
tively addressed (and people are working on this, 
as described elsewhere in this book). However in 
the meantime, it is important to consider specific 

strategies that can mitigate the confusion and dis-
tress caused by poor inpatient transitions.

Throughout the chapter we distinguish “pedi-
atric” and “adult” providers, meaning those pro-
viders trained in caring for children vs. those 
trained in caring for adults. We recognize that 
many providers are dually training (e.g., joint 
internal medicine-pediatrics or family medicine) 
and may span both settings. For consistency and 
simplicity throughout this chapter, we will 
describe inpatient providers as either “pediatric” 
or “adult” hospitalists, referring to their role in 
the pediatric or adult setting.

 Current State

To date, most of what is known about the inpa-
tient transition process relates to experiences of 
adult-aged patients admitted to children’s hospi-
tals. Not surprisingly, adults admitted to chil-
dren’s hospitals tend to be the “sickest of the 
sick” [1]. Adult patients in pediatric intensive 
care units (PICUs) are nearly twice as likely to 
die in the PICU compared to adolescents [9]. 
Hospital charges and lengths of stay appear to be 
greater when adults with childhood-onset chronic 
conditions are admitted to pediatric versus adult 
inpatient care settings [9–11]. Although severity 
of illness likely explains why adult-aged patients 
may both remain in children’s hospitals at older 
ages and have worse outcomes than their younger 
peers, further research would help to understand 
what may be specific risks of staying in pediatric 
settings in adulthood, as well as the preventable 
risks of moving to a more age-appropriate set-
ting. The mix of risks and benefits is likely to 
vary with local resources and also with the inpa-
tient pediatric organizational structure, i.e., a 
free-standing children’s hospital, a children’s 
hospital-within-a-hospital, a pediatric unit within 
a community hospital, and other variations. 
Policy and practical issues may also influence 
where a young adult patient may be hospitalized. 
For example, bed and provider licensure issues, 
as well as the size of beds and equipment, might 
prevent a children’s hospital from meeting the 
needs of a young adult.
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Assuming an individual’s inpatient care will 
transition out of the children’s hospital at some 
point, pediatric and adult providers need guid-
ance on (1) the important unique aspects of the 
inpatient transition and (2) how to improve the 
hospital-based transition process. We will high-
light both of these elements of inpatient transi-
tions in the clinical cases that follow.

 Clinical Cases in Inpatient Transition

Case #1
A 19-year-old male presents to the emergency 
department at a large urban hospital following 3 
days of severe vomiting and diarrhea. He was 
born with VACTERL association (vertebral 
defects, anal atresia, cardiac defects, trachea- 
esophageal fistula, renal anomalies, and limb 
abnormalities) and has a history of tracheoesoph-
ageal fistula status post repair, tetralogy of Fallot 
status post repair, and a solitary cystic kidney 
with chronic kidney disease. He is presumed to 
have acute gastroenteritis but also has an acute- 
on- chronic kidney injury, with a creatinine 
increase to 4.6 from his baseline of 1.9, as well as 
concerning electrolytes (sodium of 153 and 
potassium of 6.1).

Plans are made to admit him for monitoring, 
rehydration, and additional workup. There are no 
beds on any of the children’s units, so the deci-
sion is made to admit him to an internal medicine 
hospitalist service on an adult unit. The internal 
medicine hospitalist has the nephrologist on call 
see the patient that evening. Recommendations 
are made regarding fluid management, antihyper-
tensives, and diuretics. The primary service fol-
lows the recommendations.

This is the patient’s first stay on a non- pediatric 
unit. His family is distraught—in part they are 
confused because the available bed is on a car-
diac unit and they are concerned the team believes 
something is wrong with his heart based on his 
congenital heart disease. His mother misses hav-
ing a pullout bed to sleep on like the one in the 
children’s hospital room, and the patient misses 
seeing the art therapist who knows him well and 

is an important support for him during his fre-
quent admissions.

The next morning, the patient’s pediatric 
nephrologist receives an email from the patient’s 
mother that he was admitted. The pediatric 
nephrologist visits them at the bedside and com-
ments that he would have handled the medica-
tions differently. He also shares alternative ideas 
on the fluid choices that were made.

The patient’s mother is worried that the over-
night decisions might have been wrong and could 
have harmed her son. When the internal medicine 
hospitalist arrives for rounds, the family is angry 
and afraid and has many questions.

 Discussion

The scenario in this case is common and more 
appropriately labeled an abrupt “transfer” than a 
thoughtful transition of care. The decision to 
admit a patient to an adult hospitalist service and 
involve internal medicine subspecialists can be 
triggered by patient age or availability of beds. 
The experience is reactive rather than proactive, 
and there are no actual “processes” to manage 
information transfer, family or provider expecta-
tions, preparation, readiness, or handling poten-
tial ambiguities (e.g., call adult or pediatric 
nephrology?). For patients with chronic or com-
plex medical or social backgrounds, this can lead 
to many problems including poor experiences for 
patients, families and providers, as well as worse 
patient health outcomes.

There are currently no agreed upon standards 
for when the inpatient location should switch 
from pediatric to internal medicine care, although 
the patient’s chronological age is a common 
driver. Some hospitals may draw the line at early 
adolescence, while others may wait until early 
adulthood, e.g., 21 or 25 years old. Specific dis-
orders or reasons for admission can also deter-
mine whether a young adult is hospitalized on a 
pediatric vs. adult unit, and some pediatric facili-
ties may use developmental rather than chrono-
logical age, e.g., providing ongoing care for 
adults of all ages when they have severe intellec-
tual disabilities that began in childhood. Nonage 
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triggers to transition inpatient care can also be 
milestone-based, such as transition of primary 
care from pediatrics to internal medicine and 
transition of subspecialty care, employment, 
graduation from college, or a certain level of 
chronic disease control.

The most common experience across chil-
dren’s hospitals is inconsistency—either hospitals 
have no policies on age limits for admission or 
have policies that are applied haphazardly, requir-
ing flexibility when census is high on either the 
adult or pediatric side. Young adults may there-
fore bounce back and forth between units and ser-
vices during different admissions. Hospitalists 
and families can be confused about who is really 
the primary service, and subspecialists on either 
side can feel uncomfortable making decisions.

There may be differences in policies and sup-
ports between pediatric and adult hospital set-
tings. Hospital room sizes and visitor rules may 
differ outside the children’s hospital. Supportive 
resources in inpatient pediatrics may not exist in 
internal medicine (e.g., child life), and services 
available in the internal medicine setting may 
be unknown or not accessed due to lack of 
familiarity.

Additionally, differences in the model of 
healthcare team communication, often rooted in 
differences in family-centered care and the legal 
implications of adulthood, can create striking dif-
ferences for patients and families. For example, 
inpatient pediatrics is typically anchored in 
patient- and family-centered care, including daily 
bedside rounds with members of an interprofes-
sional team and the patient and their family mem-
bers. Although this model is becoming more 
common in adult inpatient settings, the practice is 
not currently widespread. It is often the first major 
difference that patients and families experience.

Additional important changes experienced 
after transitioning into adult hospital care can 
include differences in medical treatment 
approaches. For example, there may be differ-
ences in routine treatments, such as intravenous 
fluids, enteral feeding, pain control, first-line 
antibiotics for common infections, and more. 
Furthermore, patients and families may (right-
fully) perceive differences in physician or nurse 

knowledge of childhood-onset chronic condi-
tions. The lack of understanding may lead to 
well-intentioned but less well- informed medical 
recommendations.

Unfortunately, the parents’ surprise and fear 
seen in this case are common initial reactions. 
Parents often reach out directly to longtime and 
trusted providers, whether the inpatient provider 
team is aware of these communications or not. 
Similarly, providers can be put in challenging-to- 
navigate situations, potentially feeling under-
mined. The internal medicine hospitalist in this 
case is faced with negotiating different treatment 
recommendations while trying to regain patient 
and family confidence. He or she also must main-
tain professional relationships with the subspe-
cialty services involved on both the adult and 
pediatric sides of the case. The voice of the patient 
is also lost in this scenario, and the internist will 
need to work with this adult-aged individual to 
establish the level of involvement they desire 
from their family before they can even continue 
discussing his clinical care with the family.

 Potential Inpatient Transitional Care 
Approaches

First and foremost, inpatient providers should cul-
tivate an appreciation that this transition period 
can be extremely challenging for patients and 
families. Many of the issues highlighted in this 
case are not unlike issues faced every day by inpa-
tient providers regardless of patient age—com-
plex medical care, negotiating treatment plans, 
determining a care plan with conflicting consul-
tant recommendations, and reassuring families. A 
key distinction is that many of the negative sides 
of these issues can be avoided through proactive, 
deliberate planning. When challenges occur, they 
have a feeling of “preventability” which can frus-
trate providers, patients, and families, i.e., “if only 
it had been done this way, we wouldn’t be dealing 
with this….” Furthermore, hospitalizations are 
times of crisis; they are not effective times to con-
duct most transitional care processes. When pos-
sible, transitional care activities should happen 
before an acute hospitalization.
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Opportunities for communication breakdowns 
(and therefore opportunities to build bridges) are 
created from four potential silos: pediatric primary 
care, internal medicine primary care, pediatric 
subspecialty care, and internal medicine subspe-
cialty care [12]. Traditionally, communication 
channels exist between internal medicine primary 
care and subspecialty care providers. Current best 
practices for communication during the transition 
would also occur between pediatric subspecialty 
and internal medicine subspecialty providers. To 
provide lifelong care for youth with chronic illness 
after transitioning primary care to adult-oriented 
providers, the creation of a set of bidirectional 
communication links between pediatric subspe-
cialists, internal medicine subspecialty counter-
parts, and internal medicine primary care providers 
has been proposed. This approach is easily adapt-
able to the issues introduced by inpatient care.

The following are approaches which may be 
undertaken by hospital providers to create a grad-
ual or planned transition rather than a sudden 
transfer and avoid some of the challenges 
described in the case above.

• Work with hospital administrators to create a 
policy or guideline clarifying when youth or 
young adults are admitted to pediatric vs. adult 
units. Attempt to address ambiguities and contin-
gency plans in order to clarify the situations and 
deviations from these guidelines that are allowed.

• Communicate the hospital policy or guideline 
with patients and outpatient providers so that 
patients and families can be aware. Managing 
expectations, even if the inconsistencies can-
not be avoided, can be helpful in minimizing 
distress.

• Providers caring for pediatric patients in the 
hospital should attempt to identify patient 
populations in their health system who are 
likely to be hospitalized throughout adoles-
cence and early adulthood. Proactive planning 
can begin with these patients.

• When communicating with outpatient provid-
ers about patients likely to have ongoing hospi-
talizations, inpatient pediatric providers should 
remind them to include hospital transition 
issues in their transition planning. This can also 

create an opportunity for inpatient providers to 
educate outpatient providers on the policies and 
related issues that could create future chal-
lenges for the patient or family (and vice versa).

• Inpatient providers caring for transition-aged 
patients could ask the patient/family whom 
they prefer be called prior to placing an inpa-
tient consult, i.e., pediatric or adult subspecial-
ists. It is important to let the patient know that 
their preference may not be able to be followed 
if an adult subspecialist is uncomfortable with 
their condition or if the pediatric subspecialist 
will not take care of a young adult or is not 
credentialed in the adult hospital.

• Inpatient providers should become familiar with 
comprehensive transitional care models such as 
the Six Core Elements framework [3], whose 
activities mainly focus on outpatient settings. 
For example, knowing where to find a transition 
care plan and information about who/when pri-
mary and specialty care providers will transition 
can be informative for managing inpatient care. 
This can also shed light on insurance, case man-
agement, financial/housing/school plans, guard-
ianship, competence, and other legal issues.

• Inpatient providers should consider developing 
an “inpatient transition plan” for patients antici-
pated to need ongoing hospitalization through 
early adulthood. The content for this plan would 
serve as a transition summary to describe the 
key inpatient care issues for future providers. 
Ideally, these plans would integrate into more 
comprehensive transition plan documentation 
and be put together in late adolescence, before 
the need to be hospitalized on an internal medi-
cine unit. The template for these plans should be 
developed with input from patients, families, 
and pediatric and internal medicine providers. 
An example plan is shown in Appendix.

• When possible, families appreciate an oppor-
tunity to become familiar with the new loca-
tion in advance of an acute hospitalization. 
Arranging a tour of the anticipated adult unit 
during adolescence can make the first non- 
pediatric stay feel more comfortable and 
answer logistical questions (e.g., where to 
park, etc.) that can create added stress at times 
of hospitalization.
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As noted above, the issues highlighted by this 
case can differ markedly based on the hospital’s 
physical and administrative structure, i.e., free- 
standing children’s hospital, children’s hospital 
within a general hospital, etc. This topic is dis-
cussed in more detail in a later case.

Case #2
A 22-year-old female with Batten disease, a pro-
gressive neurodegenerative disorder, is admitted 
because of acute hypoxic respiratory failure sec-
ondary to pneumonia. Although she is managed 
with bi-level ventilation and improves with anti-
biotics, her appetite remains diminished and she 
becomes increasingly short of breath with the 
effort of eating. As a result, she often needs bi- 
level ventilation even after eating small amounts 
of food. A gastrostomy tube is recommended for 
safe delivery of adequate nutrition and to pro-
mote respiratory recovery. The primary team 
attempts to discuss this with the patient several 
times to obtain her consent for the procedure; 
however, she only shrugs when responding to 
their questions. Eventually, this becomes the 
main obstacle to her discharge.

The patient’s parents want her to have the gas-
trostomy tube placed, but they are frustrated they 
cannot consent for her at this point. After multi-
ple discussions with the patient and family, the 
primary team asks psychiatry to evaluate the 
patient for capacity to make this medical deci-
sion. The consulting psychiatrist determines that 
the patient does not have capacity to make this 
decision and recommends activation of the 
patient’s power of attorney (her parents in this 
case).

 Discussion

This case highlights unique legal and develop-
mental issues introduced when patients with 
intellectual disability become 18 years old. The 
age of 18 is a relatively arbitrary legal cutoff that 
influences many actions in the hospital. Among 
others, it defines when providers must seek a 
patient’s consent to discuss the care with their 
family. It is also the age when a patient is expected 

to make medical decisions and must, if able, pro-
vide consent for procedures. Acute illness and 
hospitalization amplify these issues because pro-
viders often ask patients and families to make 
decisions about potentially life-altering or life- 
sustaining treatments at this time.

Pediatric providers learn to communicate 
healthcare decision-making through families, 
with the intent to increasingly integrate the child 
into the decision-making process as they gain 
independence during adolescence. Adult provid-
ers learn to communicate directly with adult 
patients, and they cannot speak with families 
about the adult patient’s care until they have the 
patient’s permission (see Chap. 30). Parent access 
to health system tools to communicate with 
healthcare teams or receive results through elec-
tronic patient portals in the medical record is 
typically turned off at age 18, if not sooner.

These legal, cultural, and stylistic communi-
cation differences can feel drastic, and parents 
may feel “shut out” because of the abrupt change 
in their level of involvement. For patients with 
severe intellectual disability and/or previously 
established guardianship, this is less of an issue. 
However, the cultural differences introduced by 
this approach to care can still be felt by patients 
and families.

Patients with severe developmental delays 
often arrive in the hospital with previously estab-
lished guardianship. In this relatively straightfor-
ward situation, the hospitalist talks to and obtains 
consent from the guardian in a manner similar to 
when the patient was younger than 18 years old. 
The opposite end of the spectrum is the medically 
complex patient with typical intellectual and 
social development. The hospitalist can discuss 
medical decisions and obtain consent from these 
patients directly, even though these patients may 
independently choose to discuss their care and 
decisions with their family members who have 
been involved for most if not all the patient’s life.

The third and more challenging category high-
lighted in the case involves uncertainty about the 
patient’s capacity to make a specific medical 
decision. Such patients may have chronic, pro-
gressive diseases that require continued and often 
more intense medical care as they reach the legal 
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age of adulthood. These patients can be mildly 
intellectually delayed and therefore may not have 
appointed guardians or activated power of attor-
neys. However, like the patient presented in the 
case, these patients may struggle to make major 
medical decisions. This can be, in part, because 
they might not have been raised with a goal of 
achieving independence. Legally, the hospitalist 
must treat them as independent adults, but they 
may not be ready or able to take on that level of 
decision-making. This can lead to delays in care 
and considerable friction between patients, fami-
lies, and providers.

 Potential Inpatient Transitional Care 
Approaches

• Providers, both pediatric and adult, need to 
recognize that there is a spectrum of capacity 
to make a medical decision. The same patient 
who can make simple medical decisions may 
not be able to make complex decisions.

• While appropriately tailoring to developmental 
ability, adolescents should be coached by par-
ents and healthcare providers toward the high-
est level of independence possible. Providers 
need to recognize that patients with progressive 
diseases or with significantly reduced expected 
lifespans may not have been raised by parents 
or providers toward independence and inde-
pendent medical decision-making.

• Upon recognition that a patient may not be 
able to make a particular medical decision, it 
is essential to involve other professionals to 
help make that determination. If child psychi-
atry is available as a consultant, their insights 
and training can be useful in these situations. 
Involve these services earlier rather than later.

• Inpatient pediatric providers can discuss with 
parents of hospitalized teenagers with severe 
cognitive impairment about the importance of 
establishing guardianship and power of attor-
ney before the patient’s 18th birthday.

• Inpatient providers can remind outpatient pro-
viders that ensuring a power of attorney is in 
place is tremendously helpful should the 
patient need acute hospital care.

• Because of the shift in legality of communica-
tion accompanying adulthood, inpatient pedi-
atric providers can prepare families of 
teenagers with chronic conditions. They can 
remind them that after adulthood, hospitalists 
will not be able to discuss the child’s care with 
them until they have consent.

• Internal medicine providers need to listen to 
the parents’ story too and acknowledge the 
range of possible emotions when their child is 
asked to make a difficult decision and is 
unable. Some parents are angry that they can-
not legally make the decision for their child. 
Some are saddened that they, as parents, ulti-
mately need to make the decision. It must be 
recognized that these can be difficult circum-
stances for families and that activating the 
power of attorney of a young adult is different 
than activating that of an aging parent.

Case #3
A 21-year-old male with spinal muscular atrophy 
(SMA) type 2 is admitted to the adult hospitalist 
service for influenza A. The hospitalist is com-
fortable with the care of patients with influenza 
but has not cared for a patient with SMA before 
and rarely cares for patients with childhood-onset 
illnesses. At home and at his baseline level of 
health, the patient’s pulmonary clearance regi-
men includes using a vibratory vest and cough-
assist device twice daily with bronchodilators, 
and his parents are well-versed in suctioning as 
needed. They have a pulse oximeter and adminis-
ter oxygen by nasal cannula up to 1 L/min when 
ill if oxygen saturations drop below 90%. He 
receives bolus formula feedings and extra free 
water by a  gastrostomy tube during the day and a 
slow drip feed overnight. Although the patient is 
currently clinically improving in terms of acute 
respiratory failure and infection, he is still on 3 L/
min supplementary oxygen and is receiving his 
respiratory clearance regimen four times daily. 
Tube feeds were restarted at a slow continuous 
rate earlier today, which seems to be going well.

During the morning rounds, the patient’s fam-
ily states that they think the patient is ready to 
return home today. Both the nurses and the MD 

27 The Hospitalist’s Perspective on Healthcare Transition



262

are uncomfortable with this plan since the patient 
continues to require supplemental oxygen and 
increased respiratory support from baseline, and 
tube feeds have not reached discharge criteria.

 Discussion

This case reflects three important issues: first, the 
potential for gaps in knowledge of a childhood- 
onset condition; second, perspectives of care-
giver capabilities for home care; and, third, 
differing ideas of how “well” a patient needs to 
be prior to discharge. For a patient and family 
experienced with caring for illness exacerbations 
over a child’s lifetime, their comfort level with 
the transition back to baseline health might be far 
different from a healthcare provider who is unfa-
miliar with a condition and has more stringent 
discharge criteria.

Internists frequently have little training or 
knowledge of chronic illness management of rare 
childhood-onset conditions. This is especially 
true for diseases that, until the last 20 years, were 
fatal before patients reached adulthood. Although 
internal medicine-trained hospitalists are well- 
versed in common adult-onset chronic diseases 
and managing complex hospitalized patients, 
they are often “learning as they go” when caring 
for medically complex youth. Patients and their 
family members frequently know more than their 
physicians, particularly regarding certain treat-
ments or approaches to specific problems that are 
rare in adults.

Furthermore, the internal medicine hospital-
ist’s frame of reference for a family caregiver’s 
ability may also be very different. For example, 
the skills of a parent who has amassed experience 
delivering medical care to their child for years 
can be vastly different from the skills of an adult 
caregiver whose spouse just suffered an acute 
stroke, the latter being much more commonly 
encountered by an adult hospitalist.

Medically complex youth and their families 
are often comfortable delivering many advanced 
forms of medical care at home. They can be com-
fortable titrating supplemental oxygen based on 
peripheral oxygen saturations, advancing tube 

feeds, delivering IV medications, and performing 
respiratory care, often including sophisticated 
medical devices. Pediatric hospitalists and sub-
specialists who have potentially cared for the 
family for years may be more familiar with their 
skill set and, as a result, may be more comfort-
able discharging the patient home even when the 
patient is not yet at his or her baseline. A more 
conservative approach from a less comfortable 
adult hospitalist can generate frustration for 
patients and families who feel they are ready to 
leave the hospital.

 Potential Inpatient Transitional Care 
Approaches

It is important to develop strategies to overcome 
knowledge deficits related to uncommon condi-
tions. Recognizing the value of patient and fam-
ily experience and expertise are critical during 
this transition period.

• Establishing joint educational opportunities 
between pediatric and internal medicine pro-
viders can help bridge knowledge deficits and 
create an improved communication culture. 
Examples could include holding a joint case 
conference to discuss recent or anticipated 
complex patient cases, journal club to review 
clinical advances on topics relevant to both 
sets of providers and sharing evidence- based 
clinical pathways for conditions managed on 
both sides.

• A valuable starting point for adult hospitalists is 
to take advantage of the expertise that patients 
and families bring by asking them questions 
about the patient’s chronic illness. Providers 
should spend time learning from them. 
Examples of questions providers may ask 
include, “Your child’s condition is not one that 
we frequently care for, what do you think are the 
most important things I should know about car-
ing for him?”, “What are the most common rea-
sons youth with this condition need to be 
hospitalized?”, “Who are the providers that you 
consider having the most expertise in your 
condition?”
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• Talking to the patient’s previous inpatient and 
outpatient providers can provide pertinent, 
practical information about both the child’s 
conditions and previous responses to treat-
ment decisions.

• Adult hospitalists should become familiar 
with high-quality pediatric references or pedi-
atric experts that can be sought for clinical 
questions about managing childhood-onset 
chronic conditions.

• Pediatric providers should be willing to be a 
resource for adult providers caring for patients 
with childhood-onset chronic conditions in 
early adulthood.

• Adult hospitalists should recognize that fam-
ilies of medically complex youth may pro-
vide higher levels of care at home than may 
be typical for adult patients. Providers should 
ask patients and their families what they are 
comfortable doing at home and what previ-
ous discharge criteria they have used during 
similar exacerbations. Assessing patient and 
family self-care skills and competencies as 
the patients and caregivers continue aging 
and care needs evolve is an important ongo-
ing task.

Case #4
A 26-year-old female with intractable epilepsy 
due to being a former 25-week premature infant 
with severe hypoxic-ischemic encephalopathy 
with spastic quadriplegic cerebral palsy (gross 
motor function classification system V) and 
hydrocephalus status post ventriculoperitoneal 
shunt (VPS) is admitted for altered mental status. 
For all her previous hospitalizations, including 
numerous VPS malfunctions, status epilepticus, 
and pneumonias, she has been cared for at a large 
free-standing tertiary children’s hospital. The 
nurses, therapists, and physicians know her and 
her family very well.

This evening, she is admitted to the children’s 
hospital because she is lethargic compared to her 
baseline. In addition, her seizure frequency 
increased over the last several days; she’s been 
intermittently febrile and not tolerating gastros-
tomy tube formula or electrolyte solution for 

close to 72 h. Her urine output has decreased 
 significantly over the past 2 days, and she appears 
moderately dehydrated.

Just after midnight, she acutely worsens, 
including severe lethargy with difficulty arous-
ing. Her team assumes she is in status epilepticus, 
possibly with another VPS malfunction. They 
prepare to give her Ativan and order a quick- 
sequence MRI to assess her ventricle size. A 
rapid response is called as the patient’s vital signs 
become erratic, and she is transferred to the pedi-
atric intensive care unit.

After 90 min, two rounds of Ativan and a 
loading dose of fosphenytoin have not improved 
her status. A technician is on the way to place 
EEG leads. Her ventricles appeared stable on her 
quick-sequence MRI. The ICU team orders a 
head CT and her imaging suggests an acute isch-
emic stroke. The team scrambles to organize a 
stroke response between the ICU, neurology, and 
neurosurgery.

 Discussion

In contrast to case 3, this scenario highlights 
potential knowledge deficits of pediatric provid-
ers for clinical conditions more common in adult 
patients. Although many children’s hospitals are 
well-equipped to handle emergencies experi-
enced more frequently by adults (e.g., stroke, 
myocardial infarction), recognizing these condi-
tions can still be more challenging or take longer 
for pediatric providers. Some children’s hospitals 
may not have protocols in place to handle these 
emergencies. Even when there is a protocol, it 
may be used rarely and therefore be suboptimally 
implemented when needed.

Structural barriers may further impact ser-
vices available to adult-aged patients cared for in 
free-standing children’s hospitals. For example, 
appropriately sized tools, equipment, and sup-
plies for large adults may be missing or limited. 
Pediatric specialists or proceduralists may 
become uncomfortable as patients age well into 
adulthood, and the relevant internal medicine 
providers may be unavailable. Although there is 
no “right answer” for when a patient should no 
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longer be cared for in a children’s hospital, at 
some point, it is in the patient’s best interest to be 
cared for in an adult-oriented facility.

 Potential Inpatient Transitional Care 
Approaches

• As noted in case 3, joint educational opportu-
nities between pediatrics and adult providers 
can help bridge knowledge and communica-
tion gaps. Similarly, pediatric hospitalists 
should become familiar with high-quality 
internal medicine references and internal 
medicine experts that can be sought for clini-
cal questions about adult-onset acute and 
chronic conditions.

• Internal medicine providers should be willing 
to be a resource for pediatric providers continu-
ing to care for patients into early adulthood.

• Children’s hospitals caring for adult-aged 
patients should have access to (1) necessary 
providers with relevant expertise in conditions 
experienced by this age group, (2) supplies 
and equipment appropriately sized for adults, 
and (3) protocols for acute conditions faced by 
adult-aged patients.

• Inpatient pediatric providers should set expec-
tations with adolescents, families, and the 
other involved pediatric providers for when 
care should transition to an adult-oriented 
inpatient facility. Discussing these issues with 
the family can help explain why, although dif-
ficult, this transition is important.

Case #5
A 20-year-old woman with sickle cell disease 
presents to a local emergency department. Her 
disease has been poorly controlled during differ-
ent periods of her life, resulting in avascular 
necrosis of both her hips and prior acute chest 
syndrome crises requiring pediatric intensive care 
unit stays when she was a teenager. Her social 
situation has been unstable for the past few years, 
with inconsistent employment and housing. She 
has struggled with depression and has few reliable 
supports. She often presents to the children’s hos-

pital when in sickle cell crisis. The children’s hos-
pital ED staff know her well and have a clear pain 
control regimen and admission criteria for her. 
When admitted, clearly delineated transfusion 
and plasma exchange thresholds are used to man-
age her disease. With these plans in place, her 
hospital stays have been less frequent and shorter 
in the past year than previously.

The hospital to which she presents this time, 
however, has a different electronic health record 
(EHR) platform than the local children’s hospital. 
There is no access to these plans for her current 
providers. As a result, the ED providers undertreat 
her pain and she is admitted. She spends about 2 
days longer than typical for her previous vaso-
occlusive crisis admissions. She and her providers 
are frustrated with the experience.

 Discussion

This case highlights information transfer chal-
lenges, the possibilities and pitfalls of EHRs, and 
the potentially avoidable healthcare utilization 
that can occur during this transition period.

Critical information needed by internal medi-
cine providers is accumulated in the medical 
record throughout a patient’s childhood. The 
degree to which this information is well- organized 
and accessible has tremendous  implications on 
the care delivered during the transition. 
Information loss can lead to worse health out-
comes and lapses in healthcare quality or safety. 
For example, uncommon issues such as the need 
for stress-dose steroids or endocarditis prophy-
laxis could be missed. Effective and customized 
contingency plans for symptoms like pain, respi-
ratory distress, and other chronic disease manage-
ment strategies may be lost. Even when new 
providers theoretically have access to the EHR 
where these care plans live, they may not be aware 
of them or able to find them when needed. The 
time it takes for new providers to hunt for and 
consolidate such information within the EHR can 
be impractical. Valuable social context impacting 
health can take years for a provider to understand, 
and the EHR is often not well- positioned to facili-
tate this kind of information transfer.
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These realities leave receiving providers 
under-informed and at a disadvantage in caring 
for chronically ill and complex patients. At best, 
patients are inconvenienced and redundant tests 
or treatments are ordered. At worst, patients can 
suffer from adverse events or potentially life- 
threatening complications.

 Potential Inpatient Transitional Care 
Approaches

In an ideal world, EHRs will be compatible 
across institutions, and documenting informa-
tion relevant to the care transition from pediatric 
to adult providers will be efficient to construct 
and readily accessible. The EHR needs of inpa-
tient and outpatient providers overlap in many 
ways, but there are also important distinctions. 
For example, inpatient providers have a more 
focused need to quickly understand how acute 
crises or chronic condition exacerbations are 
managed. Specific aspects of their social history 
can also be essential, particularly when life-
changing decisions are being made during a vul-
nerable period.

At the same time, differences in institutional 
context and provider cultures across cities, states, 
and regions, across health systems, across dis-
ease states, etc. can make a one-size-fits-all EHR 
approach challenging. In the absence of a univer-
sal solution, pediatric hospitalists should work 
with outpatient providers to ensure a transition 
summary document that highlights a patient’s 
most relevant information anticipated to impact 
future hospitalizations and health. As in ambula-
tory settings, developing such content with the 
patient and family is important. To the extent that 
these summaries can be available and follow a 
consistent structured format within a health sys-
tem, receiving providers will learn how to more 
efficiently and reliably use this information.

• Work with inpatient and outpatient providers 
locally to determine:
 – Which types of patients or situations war-

rant deliberate documented inpatient tran-
sition summaries/transition plans

 – The most valuable information to be shared 
with future inpatient providers

 – How this information should be integrated 
into comprehensive transitional care plans 
(i.e., plans developed by outpatient or pri-
mary care providers)

 – Where, when, and, by whom this informa-
tion will be assembled

 – How patient and family input will be incor-
porated into the plan

 – How the product will be shared with pro-
viders inside and outside the health system, 
as well as patients and families

• Health systems and provider groups should 
recognize and monitor the potentially avoid-
able hospital utilization and adverse events 
experienced by patients with chronic condi-
tions during this transition period. Quality 
improvement techniques such as root cause 
analyses, failure modes effects analyses, and 
process mapping/workflow redesign should 
be applied to the inpatient transition process to 
solve problems leading to these events. A 
summary of strategies to improve inpatient 
transition is provided in Table 27.1.

 Conclusion

As demonstrated by the five case scenarios, 
planning for inpatient transition has unique 
challenges that differ from those encountered 
in outpatient settings. We have highlighted a 
number of opportunities for improving inpa-
tient transitions that can be applied today. 
Importantly, improving the transition process 
does not require a formal, institutionally 
endorsed effort. Rather, these changes can 
begin one patient at a time by simply increas-
ing recognition and discussion of this inevita-
ble process. Appreciating the challenges of 
this transition means that effective solutions 
will continue to emerge from a host of sources. 
Figure 27.1 highlights factors that may be 
used to evaluate system “readiness” to imple-
ment an inpatient transition program. This 
framework can serve as a road map for health 
system improvement. There are numerous 
opportunities for individuals and health systems 
to engage in quality improvement and research 
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Table 27.1 Summary of strategies to improve the inpatient transition

Inpatient pediatric providers Inpatient adult providers Both

• Remind outpatient providers to 
include hospital transition issues 
during transition planning

• Develop “inpatient transition 
plans” for patients expected to 
benefit

• Help families become familiar 
with new inpatient location before 
being hospitalized

• Work with families and outpatient 
providers to establish guardianship 
and power of attorney, when 
relevant

• Prepare families for the legal and 
culture shifts in communication 
practices accompanying adulthood

• Set expectations with adolescents, 
families, and the other involved 
pediatric providers for when care 
should transition to an adult-
oriented inpatient facility

• Children’s hospitals caring for 
adults should have access to (1) 
necessary providers with relevant 
expertise in conditions experienced 
by adults, (2) supplies and 
equipment appropriately sized for 
adults, and (3) protocols for acute 
conditions faced by adult-aged 
patients

• Listen to family and patient 
stories, acknowledge potential 
grief associated with 
transitioning out of children’s 
hospitals

• Recognize when young adult 
patients are not able to make 
independent medical decisions; 
ask for consultative support 
early in these situations

• Identify which subspecialists 
(pediatric vs. adult) should be 
called prior to placing an 
inpatient consult

• Identify resources and experts to 
bridge knowledge gaps for 
childhood-onset diseases

• Discuss care with previous 
pediatric inpatient and 
outpatient providers

• Respect the expertise and 
experience of families and 
young adults living with 
childhood-onset chronic 
conditions

• Work with hospital administrators 
to create a policy or guideline 
clarifying when youth or young 
adults are admitted to pediatric vs. 
adult units

• Communicate the hospital policy 
or guideline with patients and 
outpatient providers

• Become familiar with 
comprehensive transitional care 
models, such as the Six Core 
Elements framework

• Establish joint education 
opportunities

• Be a willing resource for expertise 
in childhood-onset or adult-onset 
conditions

• Collaborate to determine (1) which 
patients warrant inpatient transition 
plans, (2) how/when the 
information should be shared with 
future providers and how it should 
be integrated into comprehensive 
transition planning, (3) how 
patient/family input is incorporated

• Recognize and monitor potentially 
avoidable hospital utilization and 
adverse events experienced during 
the transition period

PATIENT 
CHARACTERISTICS

Patient diagnoses
Complexity and severity of illness

Duration of illness
Cognitive and functional status

Demographics
Family education / health literacy

SHORT-TERM OUTCOMES
Patient, family, provider experience
Timely transition to adult services
Less inconsistency (i.e. back-and-

forth between Internal Medicine and
Pediatrics services)

Fewer hospitalizations
Fewer ED visits

Fewer medical errorsINSTITUTIONAL CONTEXT
Physician training and experience

Physician scope of practice (internal
medicine-pediatrics, family 

medicine, combined
inpatient/outpatient practice)

Adolescent inpatient unit
Organizational structure, e.g. free-

standing children’s hospital

BARRIERS
Disconnected medicine / pediatric divisions

Conflicting priorities for transition goals among
stakeholders (departments, provider types, patients, etc)

Distinct resources in pediatric / adult hospital settings
(e.g. child life, social work, etc)

Lack of knowledge about transition
Different motivators for inpatient vs. outpatient

providers (i.e. limited inpatient bed availability at
hospital vs. desire for PCP/Subspecialist to continue

providing care) 

FACILITATORS
Close physical proximity of adult and pediatric care

Parent and patient advocates
Institutional (leadership) priority for transitions

Healthcare provider group priority for transitions
Healthcare provider group champions for transitions

Pressure from payers

Fig. 27.1 Factors influencing pediatric to adult inpatient transition initiatives within health systems [13]
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and to engage with families and advocacy 
groups to build a transition model which suc-
ceeds in all aspects of transition, including 
future hospital care.

In summary, by preparing families for 
changes in inpatient care, pediatricians can help 
manage family expectations, set their adult pro-
vider colleagues up for success, and reframe 
this transition from one associated with the loss 
of their involvement to the celebration of a 
major milestone in their child’s life and evolu-
tion in the role of the parent as caregiver. At the 
same time, adult providers can succeed with an 
appreciation of where the young adults and their 
parents are coming from. Most young adults 
with chronic/complex conditions and/or their 
parent caregivers have become experts in both 
the patient’s medical condition and its care. 
They possess a tremendous repository of “what 
works, what doesn’t” and what has been tried 
before. Learning how to respect, recognize, and 
integrate that knowledge into ongoing care is a 
critical part of the inpatient care transfer.
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 Introduction

Adolescence is a period of development typically 
agreed to start around the age of 10 and to extend 
into early adulthood [1]. There are approximately 
1.2 billion adolescents globally [2]. The bulk of 
the youth population is in low- and middle- 
income countries with poor access to health care 
[3]. In the United Kingdom (UK), young people 
aged 10–19 account for 11.4% of the population 
(equating to 7.4 million adolescents) [4]. In the 
United States (USA), this figure is estimated at 
13.8% (42.7 million) [5]; in Canada, 11% (4 mil-
lion) [6]; and in Australia, 12.2% (2.9 million) 
[7]. The value of engaging adolescents in posi-
tive health behaviours is well-established [3, 8, 
9]. Such activity aims to mitigate negative health 
outcomes both for young people themselves and 
for any children they go on to have [2, 3]. As 
users of health care, adolescents are a distinct 

group with distinct care needs [10, 11]. While 
comparable cross-country data on health indica-
tors and service use is limited [9], available fig-
ures indicate that in the U.S.A. alone, 
approximately three-quarters of a million young 
people enter adulthood with conditions that need 
(or are likely to need) input from health services 
[12]. Many of them will need their care trans-
ferred from children’s to adults’ health services.

This chapter focuses on health-care transition 
(HCT), a relatively under-researched area, in 
contrast to the wealth of literature on adoles-
cence more generally. Developmental transition 
is referred to but only as an important element of 
the context for health-care transition. After sum-
marising briefly the history of transition-specific 
care, we provide an overview of the extent of 
poor transition in high-income countries glob-
ally and an analysis of the reasons for this. We 
then describe how to deliver effective transition 
support, specifically the overarching principles 
of care that should apply, irrespective of the 
approach taken, and three emerging models of 
practice that have been associated with positive 
impacts. We conclude by identifying gaps in the 
literature and implications for future research 
and practice.

The chapter is informed by, and extends, a 
series of systematic reviews on supporting ado-
lescents and young adults with special health- 
care needs (AYASHCN) through transitions from 
children’s to adults’ health services. The reviews 
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are complemented by a supplementary search 
conducted by the authors to identify recent les-
sons from emerging international practice.

 Transition-Specific Support: A Brief 
History

The importance of providing age-appropriate, tar-
geted support for adolescents moving to adults’ 
services was first articulated in the mid-1980s at 
an international conference in the U.S.A. [13]. 
The evident gap in this provision was attributed to 
advancements in health care enabling more young 
people with childhood-onset conditions to live to 
adulthood [13]. This increase in life expectancy is 
predicted to continue across a range of chronic 
health conditions [14], meaning more young peo-
ple will move out of paediatric care and into 
adults’ services for long-term support. This is 
happening in the context of a conceptual and 
operational divide between children’s and adults’ 
health-care practice, the corollary of increased 
clinical specialisation over recent decades. The 
evolution of this focus on specialty- specific com-
petence has varied from one area of medicine to 
another, reflecting the diversity of financial, social 
and political drivers on different parts of the sys-
tem. Accordingly, the imperative to improve the 
support offered to young people with health con-
ditions, before, during and after their move to 
adults’ services, has been a feature of policy in a 
number of high-income countries over recent 
years [15, 16] . Such policy, however, has not led 
to system-level planning and provision, and poor 
transition care is commonplace [17].

Many young people do not experience suc-
cessful transition or are simply transferred from 
one service to another without any introduction 
as to how adults’ services operate and what is 
expected of adult patients. Fewer than 50% of 
young people with special health-care needs in 
the U.S.A. receive the support they needed at this 
critical stage of their care journey [18]. Poor tran-
sitions can result in significant costs to young 
people themselves and to the wider health econ-
omy. A recent analysis from the UK costed poorly 
managed transition for a young person with a 

lifelong condition (diabetes) at £9.94 m (equating 
to approximately $13.4 million) [19].

 The Context for Service Transition

The multi-faceted nature of young people’s tran-
sition is complicated by the fact that transition as 
a concept is inconsistently defined and applied. 
Transition (a managed process taking place over 
time), in practice, can be made synonymous with 
transfer (a discrete event at a single point in time 
at which responsibility for care moves from one 
provider to another), in spite of broad under-
standing in the health-care community that this is 
not the case [18]. As a result, young people can 
find themselves in the adults’ service with little 
warning, or worse, facing a future in which there 
is no formal support available to them.

Transition is complicated further by the fact 
that it is not a process that occurs in isolation. 
Firstly, service transition is set against a backdrop 
of young people’s wider developmental transition 
(see Chaps. 2 and 3). Adolescence is a pivotal 
time in a young person’s life, during which they 
experience multiple physical, cognitive, social, 
emotional and behavioural changes [1]. These can 
be difficult to deal with, in and of themselves and 
can also increase risk of psychosocial or condition- 
specific problems [20]. There is emerging research 
that suggests differential maturation of the areas 
in the brain controlling emotional and rational 
aspects of development [21], which might explain 
that some young people start to take greater risks 
and be more impulsive [21] (see also Chaps. 2 and 
3). It might also explain why this is a period when 
serious mental disorders can emerge [11]. 
Practitioners can therefore find it difficult, or feel 
insufficiently skilled, to engage this group of peo-
ple—no longer treated as children, but not yet 
treated as adults [22]. There can also be confusion 
within and between services about when transi-
tion starts; that is to say, the age at which it is 
appropriate to begin planning for the young per-
son’s move to adult services.

Secondly, transition between support services 
is only one type of situational change that young 
people may experience around this time. Major 
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life events taking place during late adolescence 
can come with significant contextual changes, for 
example, leaving home, starting work or going to 
university. Such important and potentially stress-
ful occurrences can themselves trigger, or 
worsen, health conditions. Where such events 
involve moving from one geographical area to 
another, and a young person has previously been 
supported by services in their home area, this can 
pose an additional barrier to continuity of care.

Thirdly, health systems in developed countries 
are complex. Moving from children’s to adults’ 
services can involve navigating a confusing array 
of people, places and processes. There are major 
differences in the culture, ethos and environ-
ments of adults’ services compared to children’s. 
As a result, it is commonplace for young people 
and their families to feel unprepared for these 
changes and to find the process of change confus-
ing and traumatic [23]. The inconsistency of 
health-care provision and quality across a range 
of services can become apparent to young people 
as they move across geographical, service or 
administrative boundaries. At worst, this can 
mean there is no adults’ service corresponding to 
that available for children or that higher thresh-
olds for adults’ service entry render young people 
ineligible for any support after the point of trans-
fer. This is particularly pertinent to mental health 
care [24, 25].

 Barriers to Transition

Despite the relative profusion of transition- 
related policies, implementing culture change or 
service improvement initiatives in any health 
economy is difficult. This has meant that even 
when guidance is in place, it fails to translate into 
good practice [26–29]. Commissioners and prac-
titioners have struggled to ensure young people 
move from children’s to adults’ health-care ser-
vices in a streamlined way, with no gap or delay 
in provision.

Barriers to transition can be classified as relat-
ing to the service level or the individual level. 
Firstly, let us consider the service level, where 
lack of available provision is one of the most sig-

nificant barriers; there are simply far more young 
people moving to adulthood with specific health- 
care needs than there are suitable services avail-
able to support them [30, 31]. Where there are 
services in place, one of the most significant fac-
tors impeding successful transition is the absence 
of a clear, structured transition model or pathway 
[32, 33]. Without this, young people and their 
families can feel unclear about what will happen 
after they leave children’s services and who will 
support them. In addition, having a clearly com-
municated process in place ensures that young 
people are prepared for transfer, rather than this 
coming as a shock to them—another barrier to 
successful transition [34].

An additional service-level barrier to transi-
tion occurs where practitioners consider health- 
care support needs in isolation. Evidence on 
young people’s perceptions of the barriers to 
transition consistently cites, as an example, lack 
of consideration given by practitioners to life-
style changes and wider needs (including sexual 
health, drug and alcohol use, education, employ-
ment and social needs) [32]. As these subjects 
can be sensitive and complex, clinicians can find 
it difficult to address them with young people 
[16]. This problem may also be a micro-level 
manifestation of a macro-level barrier, specifi-
cally, poor inter-agency and intra-agency com-
munication creating or reinforcing a silo 
mentality. Inefficiencies in integrated working—
across both children’s and adult’s services and 
hospital and community services—are another 
recurring theme in the transition literature [32, 
34–36]. When this service fragmentation is com-
bined with inadequate information provision 
(another frequently highlighted system-level bar-
rier), navigating the system becomes difficult 
[23, 32, 36, 37].

System-level barriers to effective transition 
relate to the culture, processes and resources in 
adults’ services. These include lack of involve-
ment in the planning process, lack of confidence 
in supporting adolescents as a distinct group and 
delay in initial appointments in adults’ clinics 
[32, 37–39]. Even when AYASHCN are seen in 
adults’ services, it can be that—for reasons of 
 eligibility or lack of availability—they no longer 
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have access to the same specialist expertise as 
they did pre-transfer [32]. The reasons for these 
inconsistencies are numerous including, for 
example, different service eligibility thresholds, 
incoherent service priorities or rigid service pro-
tocols (which may include clinical indicators that 
need to be met pre-transfer [40]) impeding indi-
vidualised care [32]. These are likely to be com-
pounded by lack of both resources and training to 
address the particular needs of these young adults 
[23, 32, 40]. By contrast, on the pre-transfer side, 
reluctance of children’s service practitioners to 
hand over the AYASHCN’s care, particularly 
when relationships are well established, has been 
identified as a barrier to transition [32, 36, 41]. 
Related to this, delays or inefficiencies in making 
referrals to adults’ services stymie the transition 
process [29, 36]. There is evidence from multiple 
countries (the U.S.A., Canada, U.K.) that young 
people are invariably not referred to a specific 
adults’ services clinician or are transferred with 
poor, or no, information provided to adults’ ser-
vices about their conditions, preferences and 
needs [41].

Involvement of parents in the transition pro-
cess can also be a barrier to effective transition. 
On one hand, parents can struggle to adjust to 
their child’s burgeoning autonomy. This can sty-
mie practitioner efforts to encourage young peo-
ple to take increasing ownership of their care 
[41]. On the other hand, young people can feel 
frustration if there is either too much focus on 
parents’ wishes (such that they are excluded from 
the process) or insufficient recognition of the 
support they still draw from their parents [32, 37] 
even though they will be required to take on more 
responsibility for their health as part of 
transition.

At the individual level, certain groups of ado-
lescents are at particularly high risk of poor (or 
no) transition including those who are looked 
after by the state [27, 42, 43], experience mental 
ill health [26, 42], are disabled [44], have pallia-
tive care needs, or have complex, multiple needs 
[45]. Opportunities to spot AYASHCN most at 
risk of poor transition, and intervene early, are 
frequently missed [46]. AYASHCN with mental 
health needs and developmental disabilities, 

among others, can face significant challenges in 
later life if their needs are not met during transi-
tion [31].

 Overarching Good Practice 
Principles

A model of care can be defined as ‘an integrated 
system of services that facilitate best practices of 
care’ [16, p. 376]. Given that service transition 
takes place within the context of developmental 
transition and situational transition, a range of 
outcomes should be considered when evaluating 
whether any model works to deliver care in this 
way [14]. No single model can be identified con-
fidently as the most successful [25, 32, 47–49]. 
This is attributable to a paucity of high-quality, 
robust research on effective approaches to transi-
tion. Many novel practice models are being 
developed, but this is often in isolation and/or 
without robustly designed evaluation of impact 
[50]. A number of emerging models have deliv-
ered positive impacts; examples are described 
later. In addition, looking across models, and in 
the wider literature, it is possible to identify some 
overarching success factors. The four key princi-
ples summarised in Table 28.1, and described 
thereafter, represent common features of effec-
tive approaches.

While the importance of empowering young 
people to make decisions about their care is 
beyond dispute, the extent and quality of genuine 
partnership work with young people varies 
hugely. Effective transition planning should 
always put the young person at the heart of all 
discussions and decisions about their care. This 
approach is both valued by AYASHCN and 
improves outcomes [32]. A young person- 
centered approach is one in which they are 
involved in service design, delivery and evalua-
tion at both strategic and individual levels; the 
production, piloting and evaluation of transition- 
related materials and tools; and review of their 
own transition, to find out if they achieved what 
they wanted and needed to achieve. In working 
with AYASHCN in this way, practitioners should 
apply a strength-based philosophy. Care should 
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be individually focused and flexible, founded on 
what the AYASHCN is able to do and wants to 
do, rather than how they are limited by their con-
dition [16, 32, 38, 51].

Support should address more than the health 
condition alone. Effective health-care transition 
is provided in the broader context of what it can 
enable the AYASHCN to achieve in their day-to- 
day life [32, 47]. Focusing solely on managing 
the health condition, or presenting a predeter-
mined set of treatment options, can limit both the 
quality and experience of transition. Practitioners 
should draw on AYASHCN’s skills and abilities 
and the links they have with carers, family and 
friends. Using these resources to best effect can 
help to build AYASHCN’s confidence and inter-
est in and ability to self-manage their health con-
ditions and coordinate their own care [32, 45, 50, 
52]. A strength-focused approach of this type 
contrasts to ‘the often reactive medical model of 
adult health care’ [22, p. 435].

Multimodal approaches that use both web- 
and mobile-based technologies can empower 
AYASHCN to self-manage their health [53]. 
Offering peer support, coaching and mentoring 

and advocacy can help AYASHCN play an active 
part in planning their own transition. All aspects 
of transition should take account of the young 
person’s communication needs and preferences. 
A written record, in the form of a ‘communica-
tion passport’ or ‘one-page profile’ that the young 
person can share with others, can help make sure 
everyone providing support knows what is 
needed in this respect [54].

Good coordination and planning are central to 
any effective model of support. There is strong, 
consistent evidence about the benefits of a single 
practitioner to help AYASHCN navigate services; 
make the links between everyone involved in 
their care; provide, or tell people where they can 
find, advice; and arrange appointments and help 
young people to access them. This is a designated 
role rather than a job title, to be assumed by 
someone already providing support to the 
AYASHCN [54].

The timing of the transition planning relates to 
the difference between transition and transfer. 
Fictional case studies that involve timing and 
other aspects of HCT planning are presented in 
Table 28.2. Transition planning should start early, 
around the age of 13 or 14, and well before the 
physical transfer to adults’ services [54]. Rather 
than imposing strict age thresholds, services 
should take account of each AYASHCN’s devel-
opment and the things happening in their life to 
make sure they are ready and able to deal with 
this change [41, 54]. Indeed, the importance of 
assessing transition readiness, as part of a coher-
ent, comprehensive approach to transition plan-
ning, is a consistent theme in literature [14, 41]. 
This responds specifically to the need to recog-
nise the range and nature of other priorities in the 
young person’s life [39].

The number of AYASHCN lost to follow-up 
after transfer is a significant problem [14, 41]. To 
avoid transitional care being seen as someone 
else’s responsibility [55, 56], it is critical that 
children’s and adults’ services share responsibil-
ity for pre- and post-transition support (to coordi-
nate the actual transfer) (see Chaps. 9–12 and 
16–18). In addition, it is important to track young 
people throughout the process to ensure post- 
transfer follow-up actually happens [14].

Table 28.1 Principles of effective transition support

1. Young person 
centred

The young person is enabled to 
take part in all discussions and 
decisions about their care. Their 
needs and preferences are taken 
into account

2. Holistic and 
empowering

The young person is treated as 
more than just their condition. 
Care is offered in the context of 
their wider life, aspirations and 
circumstances. They are 
empowered to self-manage

3. Coordinated and 
planned early

Transition starts around the 
age of 13 or 14 (at the latest) 
and at a time the young person 
can cope with and engage in 
it. They have a single named 
worker to support them 
throughout the process

4. Consistent and 
jointly owned

Responsibility for transition is 
shared between children’s and 
adults’ services. Young people 
are tracked throughout the 
process to ensure post-transfer 
follow-up actually happens

28 The International Perspective on Healthcare Transition
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There should be systems and processes in 
place to prevent services losing contact with 
AYASHCN discharged from paediatric care. A 
good practice guideline in England specifies that 
AYASHCN should see the same health-care prac-
titioner for the first two appointments post- 
transfer, and there should be proactive follow-up 
with those who do not attend appointments. In 
addition, at an early stage pre-transfer, they 
should be told about alternative sources of sup-
port in cases where there is no adults’ service to 
which a young person can be referred [54].

 Effective Transition Approaches

A range of promising initiatives are being imple-
mented with some emerging evidence of benefits. 
Broadly, these approaches can be classified as 
joint working, bridging services or youth-focused 
support [57]. This section includes a brief sum-
mary of each, with illustrative examples from 

practice alongside evidence of effectiveness and 
cost-effectiveness.

 Joint Working

The value of close, collaborative working 
between practitioners in adults’ and children’s 
services is well-evidenced [31, 34, 35, 45, 51, 
58]. Shared responsibility for AYASHCN’s care 
before and after transition is common to a num-
ber of emerging condition-specific transition 
models in the U.K., U.S.A., Canada and Europe 
(Belgium, Germany and the Netherlands) [50]. In 
practice, this means emphasising the importance 
of cross-agency collaboration at system level 
[16], and then translating this into strategic and 
operational policies, for example, by having a 
named responsible person at each of these levels, 
as well as a shared vision and jointly agreed pro-
cesses and protocols [32, 35, 38, 52, 54].

Involving primary care services and staff in 
transition planning is emerging as an important 
clinical and research theme. Research from the 
UK, for example, indicated the importance of 
community-based general practitioner involve-
ment in transition planning especially for young 
people with complex needs [29]. This is a best 
practice recommendation in the UK (England- 
specific) guidance [54] which may be transfer-
able to other countries in which a similar 
practitioner role is a core component of commu-
nity provision (such as Australia, New Zealand, 
Canada and much of Europe). Evidence about the 
detailed arrangements for primary care involve-
ment is sparse, and, as yet, there is no definitive 
model of good practice in this area [48].

 Bridging Service

 Support from Designated Professional
A bridging service can take the form of support 
from a designated professional who engages the 
AYASHCN and their family throughout the transi-
tion process. In doing so, this worker helps the per-
son navigate services and make decisions and 
provides continued support for a period after the 

Table 28.2 Fictional case studies: typical versus effec-
tive transition

Typical transfer 
transition

Effective transition, applying 
good practice principles

An 18-year-old male, 
suffering from ADHD 
and a mood disorder 
needed transition from 
child to adult mental 
health care. Having 
received very good 
clinical care from child 
services, the treating 
team could find no 
adult providers willing 
to take over care. The 
young man was 
discharged to a 
community 
counselling service 
who deemed him ‘too 
complex and risky’. 
He was therefore left 
without any provision, 
being too complex for 
available community 
services but not ‘ill 
enough’ to be treated 
by adult mental health 
service

At a routine appointment, a 
paediatric nurse talked to a 
16-year-old female about 
future transition. This was 
in a relaxed way, without 
any pressure to make 
decisions about transfer. 
Soon after this, she 
introduced the patient to a 
nurse from the adult clinic. 
Gradually, the young 
woman started having 
appointments with the 
adults’ services nurse, in 
the paediatric department. 
She was then invited to 
visit the adults’ department, 
when she was ready. On her 
visit, the adults’ service 
nurse showed her around 
the department and 
explained how things 
worked. When she was 
nearly 18, she decided 
herself she was ready for 
transfer
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physical handover of care. A transition coordinator 
of this type, who may be a professional with 
another job title fulfilling this role, features com-
monly in a number of approaches [41]. In the UK 
this has been recommended explicitly as good 
practice in national (England-specific) guidance 
[54]. It has been suggested that effective multi- 
agency integrated working can remove the need 
for a bridging coordinator [16]; however, it may be 
that an effective holistic approach includes both.

There is a small amount of evidence to high-
light the potential value of nursing staff in the 
coordinator role, where transition takes place in 
community settings [59]. A recent Cochrane 
Review included an evaluation of a nurse-led 
approach to one-to-one transition support [60] and 
noted that this led to modest improvements in dis-
ease knowledge and self-management [49]. A ret-
rospective U.S. cohort study of condition- specific 
(diabetes) outpatient clinic care found that having 
consistent support from the same allied health pro-
fessional or clinician after transfer, as before, pre-
dicted lower hospitalisation rates [61].

 Structured Transition Programme
A retrospective cohort study of a structured tran-
sition programme in Italy identified clinical and 
service-level benefits when compared to data 
prior to implementation. The intervention 
included support from a transition coordinator 1 
year prior to transfer and after the move to adult 
services. In addition, the adults’ service clinician 
was involved in transition planning, and deliv-
ered the last children’s clinic appointment, and 
the first in the adults’ clinic, jointly with the pae-
diatric consultant. The condition-specific out-
come (mean HbA1c) improved and was sustained 
over a year post-transfer, and attendance was 
higher in the structured transition group [62].

 Transitions Clinics
A number of reviews have considered the effec-
tiveness of transition clinics. The difference in the 
composition of these models, and the lack of rigor-
ous trial evaluation data, renders it difficult to draw 
firm conclusions about clinical and cost- 
effectiveness [50]. There is some evidence that the 
components of these interventions offer the poten-

tial to improve both condition-specific outcomes 
[45] and the experiences of AYASHCN and their 
families [31] and it is possible to identify such 
shared features. Common to a number of condi-
tion-specific (rheumatology) transition clinics 
across the U.S.A., U.K., Canada and Europe, for 
example, are models comprising a written transi-
tion policy (with input from both children’s and 
adults’ services); shared responsibility for care 
before and after transfer, supported by communi-
cation of relevant information; flexible, person-
alised, early transition planning; a transition 
coordinator; and empowerment of AYASHCN 
through education and information [50].

One condition-specific model (renal trans-
plant) from Canada comprises a multidisciplinary 
team including a social worker, support and edu-
cation using email and mobile technology, regu-
lar (4–6 monthly) appointments pre-transfer at 
time points agreed to suit the needs of the 
AYASHCN, and comprehensive handover com-
munications and ‘matching’ of AYASHCN to 
adult clinicians best suited to their needs. A retro-
spective cohort study attributed a number of ben-
efits to this model including improved clinical 
outcomes (no death or graft loss) and, as a result, 
a cost saving [63].

 Youth-Specific Models

 Young Adult Team
A retrospective cohort study conducted in the UK 
found that AYASHCN supported via a dedicated 
multi-agency Young Adult Team experienced 
improved function and societal participation, 
compared to those who did not have access to 
this service [64]. This was supported by eco-
nomic evidence that indicated the outcomes were 
not associated with increased cost.

 Training Courses for Young People
A range of interventions focus on supporting 
AYASHCN to either increase their ability to 
 self- manage or to engage more directly in transi-
tion planning; and this has taken different forms. 
A randomised controlled trial of a training course 
to help young people develop their health-care 
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plan, included in a recent Cochrane Review of 
health- care models [49], found no evidence of 
impact on self-efficacy, quality of life or condi-
tion management [30]. A recent integrative 
review, however, highlighted that self-manage-
ment training is a common feature of transition 
support activity across the UK, Canada and 
Europe and noted that empowering young people 
to take ownership of their health is a success fac-
tor for transition [41]. This was supported by a 
review of mental health- specific models [16].

 Gaps in the Research

The most significant gap in the research is the 
lack of robust effectiveness evidence. High- 
quality comparative and longitudinal studies are 
needed to understand what works, for whom, 
under different circumstances (see Chap. 13). 
Research should also seek to understand cost- 
effectiveness, alongside effectiveness, and the 
length of time over which impacts are realised 
and sustained. An agreed definition of successful 
transition outcomes is also lacking.

There is a pressing need to provide support to 
practitioners working with young people on both 
sides of the transition divide. More research is 
needed on the most effective approaches to and 
impact of transition training for practitioners.

In summary, transition from paediatric to adult-
based care is a problem shared by health- care sys-
tems across many countries, and future research 
on evidence-based approaches will likely benefit 
AYASHCN across international boundaries.
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Expanding the Role 
of the Pharmacist

Nicola J. Gray, Jonathan Burton, Roisin Campbell, 
and Janet E. McDonagh

 Introduction

Do you know any of the pharmacists in your 
place of work or the wider community? 
Traditionally, the pharmacy has been the “last 
stop” for people with chronic illness—the final 
place to wait for medication when the clinic visits 
are over. For chronic illness requiring regular 
medication, however, the pharmacist may be the 
healthcare provider with whom an individual has 
the most regular contact [1, 2]. Yet the pharma-
cist has been isolated from other providers, phys-

ically and culturally. They may have been 
physically separated by the nature of their prac-
tice settings—a remote retail location in the com-
munity or operating within the bounds of the 
hospital pharmacy. Many medical prescribers 
may only have interacted with the pharmacist 
when there is a query or potential error on a pre-
scription, which might result in a mutually defen-
sive exchange. This combination of factors has 
not historically fostered close relationships, but 
there are many recent developments in pharmacy 
and health care that herald a welcome change. 
For this and other reasons, reframing and expand-
ing the role of the pharmacist in the care of ado-
lescents and young adults with special healthcare 
needs (AYASHCN)—especially during transition 
and transfer to adult care—may offer the multi-
disciplinary team a new route to effective out-
reach and engagement with AYASHCN.

It would be misleading to suggest that the 
pharmacy practice described in this chapter is 
widespread. There is, however, increased recog-
nition that investing in the care of AYASHCN 
could have a medium-term positive effect on 
health outcomes and healthcare costs in adult-
hood [3]. It seems timely to highlight real exam-
ples of isolated yet innovative pharmacy practice 
that could be explored by healthcare systems. 
Some interventions presented here are relatively 
close to current clinical pharmacy practice; they 
simply represent greater engagement with, and 
focus on, AYASHCN to deploy many of the skills 
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that pharmacists already use every day. Others, 
however, may represent more significant depar-
tures from current practice that would need the 
commitment of pharmacy educators and health-
care policymakers to make them mainstream.

The goal of this chapter is that the reader will 
be able to describe the different roles a pharma-
cist can play in healthcare transition and to reflect 
upon the interface between the pharmacist, 
AYASHCN/family, and physician in health man-
agement during transition from pediatric- to 
adult-based care.

 Pharmacists in Context

Most pharmacists work in retail/community 
(hereafter shortened to “community”) or hospital 
settings. Most people are familiar with the retail/
community setting, as the vast majority of the 
population are likely to have visited a pharmacy 
within the past year for some purpose [4]. The 
environment is familiar, as there are commonali-
ties worldwide; a store front—which may be part 
of a large company chain or a small independent 
business—and any variation of health and well- 
being products for sale or supply. There is a team 
of staff, with at least one pharmacist on the prem-
ises for consultation. The last 20 years have seen 
increasing “upskilling” of technicians and coun-
ter assistants so that the pharmacist could be 
freed from the routine aspects of dispensing pre-
scriptions  and selling medicines to concentrate 
on more complex cases and private consultations 
[5]. A lack of privacy has been a concern when 
over-the- counter conversations take place in 
pharmacies [6]; as a result, many premises now 
have a private consultation room [5, 7].

Research has shown that people are sophisti-
cated about their use of different community 
pharmacy settings; pharmacies sited within large 
supermarkets may attract different customers 
from those on a main street in a small village or 
town [8]. This is particularly important for adoles-
cents and young adults (AYA) seeking services 
that they may not wish their parents or friends to 
know about; the ability to move freely among 
pharmacies, their ubiquity and extended opening 

hours, and customer-oriented systems where 
appointments are not usually necessary, all have 
the potential to help AYA access a health provider 
when they need a confidential service like emer-
gency contraception or sexually transmitted infec-
tion (STI) testing [9, 10]. The lack of stigma 
attached to a setting where AYA could be going in 
to purchase cosmetics or hair products means that 
the pharmacy offers unique and complementary 
opportunities to offer healthcare advice to AYA 
and their families.

Hospital pharmacists have been expanding 
their patient-facing role since the 1980s [11]. 
Pharmacists visit wards and monitor the drug 
therapy of inpatients. Many AYASHCN are seen 
in ambulatory clinics, however, so the pharmacist 
may not see outpatients beyond their dispensing 
role. A literature review and engagement with 
key informants in projects exploring the role of 
the pharmacist in the care of AYA with juvenile 
arthritis [12, 13] showed that innovation is hap-
pening. Pharmacists with independent prescrib-
ing qualifications, for example, are prescribing 
methotrexate in some rheumatology clinics, and 
pharmacists are running their own clinics for 
AYA including demonstration of injecting tech-
nique. Thus pharmacists in both community and 
hospital settings have the potential to give greater 
support to young people and families, but their 
role in the care of AYA with chronic illness is cur-
rently under-researched.

In countries such as the UK, New Zealand, 
and the U.S.A., pharmacists are going beyond 
supplying medicines to offer services to patients 
that involve in-depth discussions of their medica-
tion use. Pharmacists in the U.S.A. coined the 
term “pharmaceutical care” [14], which has been 
adopted by the profession globally; other country- 
specific terms include “medication therapy man-
agement” (MTM, U.S.A.) and “medicines 
optimization” (MO, England).

Pharmacists report a lack of training and con-
fidence in engaging with young people [1, 15]. 
Some community pharmacy staff, moreover, are 
unsure whether their adult-focused services 
should be offered to AYA, especially minors [16]. 
UK pharmacists, however, may be gaining confi-
dence from providing public health services to 
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young people. In a small study, almost two-thirds 
(62.2%) of the 143 community pharmacists sur-
veyed felt “reasonably confident” about engaging 
with young people, and a significant minority 
(30.1%) felt “very confident” [15]. This study of 
UK community pharmacists reported significant 
self- reported engagement with young people. 
While approximately half of these pharmacists 
reported dispensing prescriptions “often” and 
providing public health services “often” for 
young people aged 13–19 (53.8% and 45.4%, 
respectively), only 5.2% reported doing cognitive 
services like medication review “often” with this 
age group.

The shift from parental management of a 
chronic illness during early childhood to eventual 
shared and/or self-management during adoles-
cence [17] is a major component of transitional 
care [18]. In an international Delphi study, dis-
cussion about self-management with AYA and 
their family was the third most important indica-
tion of successful transition [19]. Medication 
management has been identified by AYASHCN 
themselves as important [20]. How this is 
addressed within the clinical setting—and how 
effective such interventions are—is not clear and 
seems to vary across different subspecialties [21, 
22]. In a study of parents of AYASHCN with 
arthritis, for example, Scal et al. [23] reported 
they were significantly less likely to have had 
discussions about self-management compared to 
parents of AYASHCN with diabetes. A medical 
case note audit study in the rheumatology clinics 
at a large UK pediatric hospital revealed that doc-
umentation of self-medication practices was 
present only in the minority of medical case 
notes. Moreover, the identification and recording 
in the notes of a community pharmacy that the 
family wished to use were rare [24].

 Getting the Medication Right

Pharmaceutical care has been defined as a pro-
cess that “includes the determination of the drug 
needs for a given individual and the provision not 
only of the drug required but also the necessary 
services (before, during or after treatment) to 

assure optimally safe and effective therapy. It 
includes a feedback mechanism as a means of 
facilitating continuity of care by those who pro-
vide it” [25]. Hepler and Strand [26] included an 
orientation toward outcomes in their later defini-
tion: “Responsible provision of drug therapy for 
the purpose of achieving definite outcomes that 
improve a patient’s quality of life.” What is 
implicit within the concept of pharmaceutical 
care is the safe supply of the correct medication 
for an individual, from which all other opportuni-
ties flow. As a core duty, the pharmacist must be 
able to help AYASHCN to maintain a consistent 
supply of medication before and during transfer 
of care; otherwise, any attempt to move the con-
versation beyond supply problems will be 
fruitless.

AYASHCN may need special pediatric formu-
lations of medication during adolescence, but as 
they transfer to adult care, they may be expected 
to change to traditional adult products. AYA are 
likely to need reassurance that any change in 
product will not result in breakthrough symptoms, 
which would be particularly acute, for example, 
in AYASHCN with epilepsy. The palatability of 
tablet formulations may also need extra counsel-
ling and reassurance. Pharmacists in community 
and hospital settings have the potential to help 
AYASHCN and families cope with those changes.

There is merit in finding a local community phar-
macy where an empathetic pharmacist can be enlisted 
as part of the extended multidisciplinary team. For 
example, AYASHCN could embark on a series of 
mystery shopping episodes in order to choose their 
preferred community pharmacy provider.

 Promoting Healthcare Knowledge 
and Skills Among AYA

Knowledge and skills were one of five factors 
associated with successful transition in a meta- 
summary of the qualitative research literature 
[27]. The wide range of knowledge and skills 
required by a young person to take over the care 
of their conditions during adolescence and the 
transition process, including medication-related 
activities, have been highlighted in various 
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conditions [18, 28] and are included in the numer-
ous transition readiness measures currently being 
developed [29] (see Table 29.1). Moreover, a 
Delphi study identified medication knowledge 
and adherence to medication as two of the ten 
agreed outcomes for a successful transition [35].

Information about prescription medication 
may be obtained from a wide range of sources. 
Many providers will readily think about online 
information when considering AYASHCN, but 
we must not overlook the potential to provide 
written and spoken advice within consultations. A 
dispensing pharmacist has the advantage that the 
medication item itself that they hand to the patient 
contains information, both on the packaging and 
on the leaflet inside the packaging. Arguably an 
underused resource, the information leaflet in the 
box is often seen as complex—there to fulfil the 
pharmaceutical company’s regulatory obliga-
tions, rather than being truly useful to the user.

Pharmacists are skilled in interpreting scientific 
information about medication, and there are other 
examples of pharmacist-led information initiatives. 
There is a UK website called “HeadMeds” http://
www.headmeds.org.uk/ which was created by the 
charity Young Minds where pharmacists translated 
scientific jargon about medication for mental health 

problems into a format that would help AYA to con-
sider the benefits and harms of prescribed medica-
tion. AYA were engaged at the start of the process 
to identify concerns about which they would want 
information, and there were two AYA medication 
users on the project advisory group. Medication- 
related concerns included efficacy, side effects, 
and possible withdrawal effects. The website also 
tackles concomitant use with illicit drugs, effects 
on concentration for schoolwork, whether the sub-
stance is banned for athletes, and effects on rela-
tionships and fertility. The website combines frank 
information about the properties of mental health 
medication with the real-life stories of AYASHCN.

Conversations with UK community pharma-
cists [36] about their engagement with AYASHCN 
who have chronic illness revealed situations 
where AYASHCN came to their local pharmacy 
with information that they had found on the 
Internet about health and medication. It was seen 
as an excellent opportunity to open a discussion 
with that medicine user, which the pharmacists 
felt was not as likely to happen with older people. 
The pharmacist felt able to help them to critically 
appraise the information found. Adolescent rheu-
matology research in this area strongly supported 
a role for the pharmacist—in both hospital and 

Table 29.1 Reference to medication-related activities in selected transition readiness questionnaires

Readiness questionnaire name Reference Example of medication management item/s

Readiness for transition 
questionnaire

Gilleland et al. [30] Taking medication daily as prescribed
Calling in or ordering refills

Transition Q Klassen et al. [31] I am in charge of taking any medicine that I need
I drop off or pick up my prescriptions when I need 
medicine

Transition readiness assessment 
questionnaire TRAQ

Sawicki et al. [32] Do you take medications correctly and on your own?
Do you reorder medications before they run out?
Do you fill a prescription if you need to?
Do you pay or arrange payments for your 
medications?

University of North Carolina 
TRxANSITION scale

Ferris et al. [33] Do you usually remember to take your medicines on 
your own?
Does someone usually have to remind you to take 
your medicines?
Do you call in your prescription refills yourself?
Do you usually pick up refills from the pharmacy 
yourself?

Self-management skills assessment 
guide

Williams et al. [34] I know the names of my medications, what they do 
and how to buy them
I prepare/take my own medications/treatments as 
required
I keep track of my healthcare visits, treatment plan, 
and medications

N. J. Gray et al.
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community settings—in the sharing of websites 
and apps with AYA about chronic illness and 
medication [13], echoing previous research [37].

 Maximizing Adherence

It is asserted that adherence to medication for 
chronic illness is worse among adolescents than 
for younger children or adults [38, 39]. The chal-
lenge for the multidisciplinary team is how to 
keep AYA and their families motivated to main-
tain their treatment regimen through this devel-
opmental period of great change [40]. A review 
of the barriers to adherence has reflected on the 
significant contribution of simply forgetting to 
take medication among AYA [41], echoed by 
other illness-specific studies, e.g., Koster et al. 
for asthma [42]. This is not constructed as an act 
of rebellion, or intentional nonadherence, but 
simply the precedence of other life activities. A 
number of commentators on adherence and tran-
sition have noted the potential for pharmacists to 
construct plans with AYA and to identify cues in 
their daily routine that can be linked to 
medication- taking [38, 43, 44].

 Prescription Medication Systems

Pharmacists, particularly those in community 
settings, are generalist healthcare providers who 
see the breadth of health and well-being concerns 
of their local community. They help people to 
navigate the healthcare system; they intimately 
understand the procedures for ordering refill pre-
scriptions and the different funding mechanisms 
for medication in their jurisdiction. In our 
research, pharmacists and hospital-based rheu-
matology staff felt strongly that pharmacists 
could help AYASHCN who need long-term 
medication to build their health literacy skills 
[13] (see Table 29.2). These may include:

• Timely ordering of refill requests from 
prescribers

• Liaising with the pharmacy to preorder stock 
if the medication is unusual or costly

• Finding the best way to fund their medication, 
in terms of exemptions for certain chronic ill-
nesses, prepayment plans or co-payments 
according to their local healthcare system

This last point is particularly important for 
AYA in transition. During this time of late ado-
lescence/early adulthood, the funding mecha-
nism for medication may change. Automatic 
enrollment in a parent’s insurance plan may be 
coming to an end, or an automatic age exemption 
from payment, as a minor, may no longer apply. 
Conversely, a new job may carry its own cover-
age and healthcare entitlements—the pharmacist 
is experienced in these matters and thus well- 
placed to help AYASHCN to navigate the system 
and avoid any lapse in coverage and treatment.

 Self-Management of Minor Illness

Another area where the development of health 
literacy skills is valuable is the treatment of 
self- limiting illnesses such as coughs and 
colds. If AYASHCN have a chronic illness, the 
minor illness remedies held by their families 
in the home may not be suitable for them; an 
example would be the use of the nonsteroidal 
anti-inflammatory agent ibuprofen for dys-
menorrhea by AYASHCN living with asthma. 
Pharmacists can advise AYASHCN about the 
best treatments for common ailments that will 
not interact with their prescription medication 
nor aggravate an underlying condition, 
empowering them to self-manage common ail-
ments safely. When AYASHCN move out of 
the family home to attend college or start 
work, this may coincide with the time that 
they transfer to adult services. Previous work 
by our team with college students showed that 
they had reduced their reliance on their par-
ents or caregivers because they were no longer 
physically present to advise them or physi-
cally give them medication. These AYA 
reported that they had come to recognize the 
local community pharmacist as an accessible 
source of advice, particularly for common ail-
ments [45].
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 Theory into Practice: Expanding 
the Role of the Pharmacist

A review of the relevant literature shows signifi-
cant pharmacist inclusion and innovation within 
AYA health teams to expand the role of the phar-
macist (see Table 29.3). Studies across different 

clinical specialties show the inclusion of a clini-
cal pharmacist in the hospital team [30, 56, 61]. 
Our work in the UK has shown differing levels of 
engagement, from a pharmacist who can be con-
tacted by telephone for queries through to having 
prescribing rights to adjust maintenance thera-
pies in clinic [36].

Table 29.2 Results of the pharmacists’ role prioritization activity in multidisciplinary discussion groups [13]

Current/future role
Priority 
score

Community pharmacists help young people to develop their general healthcare skills, e.g., prescription 
refills, getting free prescriptions

4.78

Information supplied by hospital pharmacists at discharge goes directly to a nominated community 
pharmacist as well as the GP (General Practitioner - primary care physician)

4.71b

Community pharmacists can build long-term relationships with young people and families 4.71b

Pharmacists share information with young people about apps and websites that support adherence and 
give information about JIA (Juvenile Idiopathic Arthritis)

4.57b

Hospital pharmacists are included in MDT (multidisciplinary team) sessions for rheumatology patients 4.44

Pharmacists develop specialist expertise in pediatric/adolescent rheumatology 4.44

Pharmacists develop specialist expertise in young people’s medication use for other long-term conditions 
(asthma, diabetes)

4.44

Pharmacists provide educational sessions for the multidisciplinary rheumatology team about medicines 
optimization

4.43b

Community pharmacists can support young people and families in medication-taking 4.33

Pharmacists facilitate young people’s self-advocacy skills (e.g., decision-making, effective 
communication, disclosure)

4.29b

Hospital pharmacists can build long-term relationships with young people and families 4.14b

Hospital pharmacists do continuing professional development sessions for community pharmacists about 
JIA medicines

4.11

Pharmacists support transition services for young people going into adult rheumatology care 4.00b

Pharmacists develop better skills in communicating with young people and parents 3.89

Rheumatology team members do continuing professional development sessions for community 
pharmacists about JIA medicines

3.88a

Pharmacists work with home delivery companies to optimize medication supply 3.78

Pharmacists are advocates for young people with JIA and challenge prescribing decisions 3.75a

Pharmacists can be directly available to young people and parents/carers by email or telephone 3.71b

Hospital pharmacists can do clinics in the hospital for young people with JIA 3.67

Young people with JIA carry a card to signal their condition and their ability to collect their own 
prescriptions

3.63a

Pharmacists do medication review for young people with JIA 3.56

Pharmacists need to develop better skills in confidentiality and consent for young people 3.22

Pharmacists need to develop better skills in safeguarding for young people 3.11

Community pharmacists coordinate supply of JIA medication for young people 2.89

Hospital pharmacists do clinics in the community for young people with JIA 2.22

Priority mean scores are reported to two decimal places—data averaged from nine multidisciplinary groups. aEight 
groups and bseven groups—some groups did not complete ranking for all roles. 1 was low priority for future develop-
ment and 5 was high
This table is reprinted from the Journal of Adolescent Health, Vol 60(2), Gray NJ, Shaw KL, Smith FJ, Burton J, 
Prescott J, Roberts R, Terry D, McDonagh JE, The role of pharmacists in caring for young people with chronic illness, 
pp. 219–225, Copyright 2017, with permission from Elsevier
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There has been significant international work 
done to describe, and then promote or accredit, 
the attributes of young people friendly services 

[3, 62, 63]. A study of their applicability to com-
munity pharmacy services concluded that they 
would be applicable to that setting [64], but their 

Table 29.3 Examples of pharmacist involvement (actual and potential) in AYASHCN care for chronic illness

Chronic illness
Authors, year of 
publication, country

Nature of actual or recommended pharmacist involvement and/or transition- 
relevant pharmacy-related tasks

ADHD Adamou and 
Bowers 2011 UK 
[46]

Authors remarked that the lack of clinical pharmacy involvement with 
child/adolescent mental health teams might be responsible for poor 
adherence to guidance, resulting in under- dosing of stimulants and AYA 
being severely symptomatic—recommended clinical pharmacy input

Asthma Bynum et al. 2001 
U.S.A. [47]

Shah et al. 2008 
Australia [48]

Ducharme et al. 
2011 Canada [49]

Reported on an initiative in rural Arkansas where telepharmacy counselling 
of AYA using inhalers showed more improvement in inhaler technique than 
the control group

Outreach initiative in rural community schools for 11-year-old students by 
local community pharmacists

Reported on the implementation of written action plans (WAP) for AYA 
with asthma in the emergency room, which improved patient adherence and 
asthma control. Suggested that the WAP would help pharmacists to 
reinforce medical recommendations

Cancer Hollis and 
Morgan 2001 UK 
[50]

Hord et al. 2014 
U.S.A. [51]

Recommended that the treatment and supportive care team for AYA with 
cancer should include a pharmacist who specializes in pediatric oncology

An AAP statement “that the pediatric hematologist/oncologist must be 
assisted by skilled pharmacists who specialize in pediatric oncology”

Congenital 
heart disease

Moceri et al. 2015 
France/Belgium/
UK [52]

The authors reflected that “patients with stable CHD may not require 
long-term medications; thus, they are less exposed to the health system. 
CHD young adult patients may not benefit from the pharmacist assistance 
to help them in the healthcare pathway and deliver therapeutic education. 
This might partly explain the high percentage of loss of follow-up in CHD”

Diabetes Gay et al. 2006 
France [2]

Local pharmacists provided telecare to AYA with diabetes. No significant 
improvement was seen in their glycemic control, but there were system 
challenges that could be changed to improve the situation. The authors 
assert that pharmacists could have a valuable role because of their 
accessibility. They suggest better connection between pharmacists and the 
healthcare team, creating a pharmacist-hospital network for training and the 
use of software for sharing data with physicians

Epilepsy Jurasek et al. 2010 
Canada [53]

The authors describe the development and implementation of an AYA 
epilepsy transition clinic and assert the importance for AYA to know how to 
refill prescriptions and how to fund medication for epilepsy

HIV Wiener et al. 2007 
U.S.A. [54]

Tulloch et al. 2014 
Thailand [55]

Campbell et al. 
2010 UK [56]

The authors of this study reflected that effective transition interventions 
would need to focus on equipping AYASHCN with the skills and 
knowledge to understand their disease and medications, and how to access a 
pharmacy and refills, among other healthcare-related tasks

In the Thai Pediatric Antiretroviral Programme, services are provided from 
a “one-stop clinic” where AYA have consultations with a nurse, 
pediatrician, pharmacist, and social worker

AYA who are HIV positive attend a transition program which is led by 
clinical psychologists and an HIV clinical nurse specialist but includes 
contributions from a specialist pharmacist, specialist midwife, a drama 
specialist, and the local young peoples’ sexual health team

(continued)
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adoption by pharmacies remains rare. One of the 
reasons that community pharmacists give for a 
lack of direct engagement with AYA is that their 
parents tend to collect refills, limiting opportuni-
ties for building rapport [13].

These possible roles for pharmacists will be 
illustrated in context through two vignettes—
one from the perspective of a community phar-
macist and the other from a hospital-based 
pharmacist.

Table 29.3 (continued)

Chronic illness
Authors, year of 
publication, country

Nature of actual or recommended pharmacist involvement and/or transition- 
relevant pharmacy-related tasks

Inflammatory 
bowel disease

Fishman et al. 
2010 U.S.A. [57]

The authors contend that older adolescents must develop the skills and 
confidence to interact independently within the clinic and pharmacy settings

Juvenile 
arthritis

McDonagh 2008 
UK [18]

Lawson et al. 
2011 U.S.A. [58]

Hilderson D 2016 
Belgium [59]

A proposed knowledge and skills framework for transition includes several 
pharmacy-related tasks including knowledge of the therapy regime and any 
impact on sexual and reproductive health as well as interactions with drugs 
and alcohol

In a U.S.A. study considering transition readiness, pharmacy-related tasks 
considered included ones which improved with age, e.g., the ability to fill 
prescriptions, and some which didn’t, e.g., taking medications as 
prescribed.

Medication adherence issues were a core component and secondary 
outcome measure in a current trial of a brief transition intervention although 
preliminary results did not reveal an improvement in adherence

Mental health Jabbal 2010 
Canada [60]

The author suggests a scenario where the pharmacist is able to have 
independent consultations with AYA and families, during which they can 
identify medication-related problems, formulate care plans and prescribe 
medication in their own right

Sickle cell 
disease

Cerns et al. 2013 
U.S.A. [61]

AYA in transition are seen by a multidisciplinary team. The adolescent- 
focused team includes the clinical nurse specialist, nurse manager, 
physicians, social workers, case managers, and pharmacists. The adult 
multidisciplinary group includes a physician, pharmacist, social worker, and 
case manager among others

Transplantation Gilleland et al. 
2012 U.S.A. [30]

Prestidge et al. 
2012 Canada [44]

The context of an adolescent kidney transplant transition clinic (AKTTC) at 
a large pediatric transplant center is described. “The patients have 
individual interactions with members of a multidisciplinary healthcare 
team, including a transplant coordinator, social worker, psychologist, 
clinical pharmacist, and pediatric nephrologist. At each clinic visit, the 
multidisciplinary healthcare team assesses and encourages medication 
adherence and knowledge, healthcare responsibility, psychosocial 
adjustment, and avoidance of risk behaviors.”

The authors describe the utility and cost of a renal transplant transition 
clinic. They found that the clinic was economically feasible and resulted in 
patient and allograft survival. “Behavioural strategies commonly used by 
our pharmacist include teaching patients to use pill boxes, watch and 
cell-phone alarms as medication reminders and linking medication-taking to 
cues in their daily routine”

General Staples and 
Bravender 2002 
U.S.A. [38]
Dean et al. 2010 
Australia [43]
Prestidge et al. 
2012 Canada [44]

These papers have noted the potential for pharmacists to construct plans 
with AYA and to identify cues in their daily routine that can be linked to 
medication-taking, to optimize adherence and facilitate transition

N. J. Gray et al.
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Vignette 1: The Hospital Pharmacist—
Supporting AYA with Juvenile Arthritis 
[Contributed by Roisìn Campbell]

Katie first came to the Pediatric 
Rheumatology Unit as a quiet 13-year-old 
girl who clearly had evidence of long-
standing polyarticular juvenile idiopathic 
arthritis (JIA) involving several large and 
small joints which had been missed in pri-
mary care. Katie and her parents were 
introduced to the members of the multidis-
ciplinary team including the pharmacist 
and underwent a full assessment by the 
multidisciplinary team. A course of oral 
prednisolone was initiated to gain control 
over her long-standing inflammation, to be 
followed by methotrexate. Steroids can be a 
frightening concept to a young person and/or 
their parents, so it was important to put the 
low dose in context and to provide a steroid 
warning card. After discussion with Katie 
and the rheumatologist, the pharmacist 
found a suitable preparation and regimen of 
oral prednisolone which would both allevi-
ate the symptoms and control the inflamma-
tion while limiting unwanted toxicity.

As they came to terms with the diagno-
sis, it was decided that Katie and her par-
ents were too overloaded with information 
about the diagnosis to begin the counselling 
for methotrexate at the first visit. The phar-
macist provided them with written informa-
tion regarding methotrexate, her contact 
email address and direct telephone number 
and made arrangements for them to return a 
few days later to discuss it further.

Working together, the nurse specialist 
discussed the necessary blood monitoring 
arrangements, while the pharmacist 
focused on potential benefits and side 
effects, when to give methotrexate or with-
hold it and when to seek advice and from 
whom. A copy of information given was 
also sent to their family physician, with 
whom Katie and her parents were encour-
aged to discuss the treatment plan.

Katie responded well to the oral predniso-
lone with reduction in swelling and stiffness. 

Katie initially took the methotrexate easily 
and then began to refuse it saying she didn’t 
like the taste of it. Strategies were given to 
make it more palatable: ice pops to numb the 
tongue before and after, placing methotrex-
ate in tooth kind juice, and taking peanut but-
ter before and afterward. However, Katie 
began to develop anticipatory vomiting on 
the day the medication was due, unrespon-
sive to antiemetics 2 h before methotrexate. 
Katie returned to the ward, having missed 
several doses of methotrexate due to vomit-
ing, and her joints were beginning to flare. 
At this stage the decision was made to switch 
to subcutaneous methotrexate.

Katie attended the Joint Nurse Specialist/
Pharmacist subcutaneous methotrexate 
clinic where she underwent a structured 
training program and after two supervised 
injections was ‘going solo’ at home. She was 
encouraged to use her cell phone to set 
reminders for when to take her injections and 
to use the calendar to book her own blood 
monitoring appointments with the clinic.

Katie managed to adhere well to subcuta-
neous methotrexate until around the age of 
15 years. This is a challenging age for any 
adolescent but can be particularly difficult if 
they have a chronic illness and are required 
to take medication even when they feel well. 
From pharmacy records, it was clear that 
Katie was no longer adherent, and when the 
pharmacist contacted her, she said that nau-
sea was becoming a major issue. Katie 
attended the Joint Pharmacist/Specialist 
Nurse Clinic, and it became evident that 
Katie was having difficulties accepting her 
diagnosis and was unsure of her future.

At subsequent visits, Katie was seen 
independently of her parents to further 
address these difficulties. As part of routine 
psychosocial screening, other generic 
health issues were addressed using a non-
judgmental approach including the interac-
tion of alcohol with methotrexate and the 
importance of using effective contracep-
tion when sexually active. Following the 
discussion of the latter, Katie emailed the 
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pharmacist the next day with specific ques-
tions regarding the impact of her disease 
and therapy on future fertility.

Once Katie accepted her condition, 
found her voice, and took control of her 
treatment plan, she was encouraged to uti-
lize all these skills to prepare for adult ser-
vices including attendance at appointments 
by herself, ensuring she contacted individ-
ual members of the team when she was in 
difficulty and reinforcing education about 
her medication, so her decision-making was 
informed. At the time of transfer, the phar-
macist ensured continuity of supply of drug 
prescription until handover to the adult team 
and pharmacy was confirmed. The hospital 
pharmacist asked Katie if she and her family 
had a community pharmacy that they used 
regularly. They did have one, so the com-
munity pharmacist there—with Katie’s per-
mission—was briefed about the situation, 
and Katie made an arrangement to visit so 
that they could start to build a relationship.

Vignette 2: The Community Pharmacist—
Supporting AYA with Depression  
[Contributed by Jonathan Burton]

Robert was an 18-year-old high school stu-
dent who came to the pharmacy seeking 
advice regarding “feeling tired” on a regu-
lar basis. It was November, and he con-
cluded that it was probably due to the time 
of year and the fact that he had had several 
recent viral infections. “Tired all the time” 
can be a sign of underlying mental health 
issues and, after introducing himself and 
having a brief welcoming chat at the coun-
ter, the community pharmacist invited 
Robert to talk further about his symptoms 
in the private pharmacy consulting room, 
and he accepted.

As well as exploring the physical nature 
of his tiredness, the pharmacist asked about 
sleep habits and more generally about his 
studies and high school life. A picture 
emerged of sleep disturbance, study wor-
ries, and a feeling of distance from his 
friends. The pharmacist explained how 
depressive illness might be a contributing 
factor in his feeling unwell and that he 

should not be shy about speaking to his doc-
tor about this, as such feelings are common 
and help is available. Robert agreed to make 
an appointment with his primary care doc-
tor in the next few days and admitted that he 
was worried about feeling low but did not 
like the thought of being put on antidepres-
sants. The pharmacist explained that medi-
cation was one option and if his doctor did 
recommend medication then he could 
return to speak to the pharmacist in more 
depth about his concerns.

Two weeks later Robert presented in the 
pharmacy with a prescription for a 2-week 
supply of sertraline 50 mg tablets, one to be 
taken daily. As this was a new prescription 
for an antidepressant, the pharmacist invited 
him to discuss his prescription in private 
including the main features of his new med-
ication, such as possible side effects and 
how long the medication may take to work.

After checking that Robert had another 
clinic appointment lined up, which was 
scheduled for 2 weeks after the first pre-
scription, the pharmacist arranged a 1-week 
telephone follow-up so they could discuss 
how his first few days taking the sertraline 
were going. At the time of follow-up, Robert 
disclosed that he had found it difficult to tol-
erate the sertraline, so it was agreed that he 
would take the dose early in the day—with 
or after breakfast—to minimize stomach 
upset. The pharmacist reassured him that 
this side effect is usually short-lived. After 
this the pharmacist continued to see Robert 
with his refills every month or two, and they 
would occasionally take the opportunity to 
have a brief chat regarding his progress on 
the sertraline treatment, which was increased 
to 100 mg daily after a few weeks.

Within a few months, Robert had started 
his studies at a local college and had moved 
out of the family home to live on campus. 
His care was being transferred from his 
adolescent medicine team to a psychiatric 
provider near the college. The pharmacist 
asked him if he had questions about his 
health and medication resulting from the 
change in his life. He was concerned about 
mixing alcohol with the medication and of 
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any potential impact on sexual perfor-
mance, as Robert had recently started a 
new relationship. He was anxious that the 
medication would have a negative impact 
on his sexual health and social life. The 
pharmacist asked again about sleep and 
advised on good sleep hygiene in his new 
environment. Robert had been offered talk-
ing therapies but was on a waiting list, so 
the pharmacist advised speaking to the col-
lege student support department as well as 
his new provider. Commentators from the 
UK have noted that “transition in mental 
health [services] appears to be equally, if 
not more, problematic than in physical 
health settings.” [65]. The pharmacist 
ensured he was still covered for services 
and medication on his parental insurance. 
Robert told his new provider which phar-
macy he used for his refills and gave them 
contact details for any queries that may 
arise. The pharmacist spoke to Robert’s 
clinic nurse about his prescription, so that 
the refills would not be interrupted.

The following spring, the pharmacist 
once again took the opportunity to speak in 
private to Robert when he came for his 
refill, knowing exam season was looming 
and that this can be a difficult time for col-
lege students, especially those with a his-
tory of mental health problems. He seemed 
to be coping well and reported being happy 
with his studies as well as enjoying spend-
ing time with his friends and his girlfriend 
in particular. He asked the pharmacist when 
he might be able to stop the sertraline as he 
really did feel better and whether this was 
safe to do as he had heard horror stories 
about withdrawal symptoms. The pharma-
cist could refute popular myths and offer 
reassurance but also advised that he would 
probably need to continue his treatment for 
a few more months. The pharmacist 
encouraged him to discuss an exit strategy 
with his psychiatric team at his next clinic 
visit, as a reduction in dosage might be the 
first step to take. The pharmacist recom-
mended some good, credible mental health 
information websites to Robert to read at 
his leisure after the consultation.

 Reflection on the Expanding Role 
of the Pharmacist

These vignettes show common and contrasting 
themes. In both settings, the pharmacist develops 
a long-term relationship with the adolescent and 
checks in with them at important milestones 
regarding their medication. Their goal was to 
gradually broach different topics in their conver-
sations, sensing when information overload is a 
danger and tailoring information to different 
stages of expertise. Both pharmacists used tech-
nology to supplement their spoken advice. They 
also responded to developing and new concerns 
as the AYA moved through adolescence, when 
their life context changed. They revisited their 
advice and education at intervals, recognizing 
that advancing cognitive development would 
open up new opportunities to talk to AYA about 
long-term medication benefit and harm. Both 
pharmacists recognized that AYA might have 
concerns about alcohol and sexual health and 
took a holistic view of health and well-being.

The main contrasts were that the hospital phar-
macist was integrated into the multidisciplinary 
team, working in the same place as other clini-
cians, able to access medical information, and 
having their own prescribing rights. The commu-
nity pharmacist relied more on patient report and 
had to empower the patient to ask a doctor for 
further help if medication was needed. The com-
munity pharmacist could support Robert indefi-
nitely across the transition period, whereas the 
hospital pharmacist had to end her relationship 
with Katie just after the transfer to adult services.

We noted at the beginning of the chapter that 
some of the roles we would describe would be 
close to current practice and that some would be 
more aspirational. Most of the activities taking 
place in both vignettes are traditional pharmacy 
roles—ensuring a consistent supply of medica-
tion and offering counselling. The more holistic 
focus on AYASHCN and their concerns, however, 
is an extension of the pharmacist’s skill, and some 
extra training may be needed. We also recognize 
that time and workload in the pharmacy environ-
ment may not currently allow long consultations 
with AYASHCN, but we are confident that grow-
ing recognition of the investment needed in ado-
lescent health care—and its long- term future 
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benefits for health systems—may help organiza-
tions to think differently about their resources. In 
this way we can realize the triple dividend cited 
by the Lancet Commission on Adolescent Health 
and Wellbeing—“benefits for adolescents now, 
their future adult lives and for their children” [3].

In the hospital-based scenario, there was nota-
ble innovation as the pharmacist was teaching 
injection technique in a multidisciplinary clinic. 
Hospital-based and community-based pharmacists 
each have the potential to support AYASHCN and 
can contribute their medication expertise to the 
multidisciplinary team in increasingly innovative 
ways. Recognition of this potential by the specialist 
multidisciplinary team may result in hitherto unde-
rused resources being available to empower and 
support AYA before, during, and after transition.

In early to mid-adolescence, parents are 
invaluable partners in medication management, 
but pharmacists must facilitate independent 
activities as young adulthood approaches. This 
includes practical system-dependent activities, 
such as ordering refills, and consultation-based 
medication review activities to help AYA to 
understand how to elicit and consider the benefit 
and harms of medication in order to be an active 
decision-maker. We noted earlier in the chapter, 
for example, that parents were more likely to col-
lect refills than AYA; transition programs should 
encourage AYA to find an empathetic local phar-
macist and start an independent conversation.

 Concluding Remarks

Major components of the knowledge and skills 
framework for AYASHCN during transition from 
child- to adult-centered services address health 
and medication management. Pharmacists, 
whether in hospital or community settings, have 
the expertise to contribute significantly to this 
framework. Such expertise needs to be acknowl-
edged and utilized by both their colleagues in 
multidisciplinary hospital-based teams and the 
young people themselves. This acknowledgement 
can be readily integrated into transition planning 
practices. Core principles of adolescent health, 
particularly around biopsychosocial development 
[66] and youth friendly service provision [62], 
should be included within the core training of 

pharmacists to enable them to deliver this care to 
AYASHCN in a developmentally appropriate 
manner particularly at times of transition, irre-
spective of setting. By so doing, pharmacists will, 
alongside their colleagues in multidisciplinary 
teams, potentially improve health outcomes for 
the increasing numbers of adolescents and young 
adults with special healthcare needs.
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Legal Issues: Guardianship 
and Supportive Decision Making

Beth Sufian, James Passamano, and Amy Sopchak

 Guardianship

 General Nature of Guardianship

Guardianship of an adult is sometimes necessary 
to assist an adult who has become unable to care 
for himself or unable to manage his financial 
matters. An adult, regardless of the extent of his 
illness or injury, is presumed by the law to be 
competent to make decisions and has the right to 
exercise his decision-making authority regarding 
his person, money and property. The law protects 
an individual’s right to exercise decision-making 
authority until a court finds evidence of incapac-
ity and creates a guardianship over the person, his 
property or both.

Guardianship fundamentally alters an individ-
ual’s basic decision-making authority. In a guard-
ianship, the authority to make decisions is 
removed from the disabled person, who is usu-
ally called a “Ward.” The decision-making 
authority is reassigned to another person, who is 
called the “guardian” or the “conservator”.1

 Types of Guardianship

A guardianship may be a guardianship of the per-
son or a guardian of the estate. These may be 
either full or partial guardianships, and may be 
either permanent or temporary.2

 Guardianship of the Person
A guardianship of the person is a form of guard-
ianship that grants to the guardian the authority to 
make personal decisions regarding the Ward, but 
not the authority to make decisions about the per-
son’s property. In a full guardianship of the per-
son, the Guardian is granted authority over all 
aspects of the Ward’s personal life, including 
medical and psychiatric care, where the Ward 
lives, with whom the Ward may associate, where 
and when the Ward may travel, the personal priv-
ileges the Ward may exercise (such using a cell 

1 Tex Estates Code Ann. § 1001.001 (2016).
2 Tex Estates Code Ann. § 1002.012 (2016).
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phone, accessing the internet, driving a car, vot-
ing, marrying, etc.), and all other aspects of the 
Wards’ personal life.

A guardianship of the person need not be a full 
guardianship. A guardianship of the person may 
be only a partial guardianship of the person. In a 
partial guardianship of the person, the court may 
specify the particular decision-making authority 
given to the guardian and the guardian’s authority 
to make decisions is limited to the authority speci-
fied by the court. Usually, when an individual 
retains some capacity to make personal choices, 
the guardian of the person makes major decisions 
about living arrangements, medical care, psychiat-
ric care and other major personal decisions, but 
leaves minor personal decisions to the individual.

 Guardianship of the Estate
A guardian of the estate is a form of guardianship 
that grants the guardian decision-making authority 
over the disabled person’s money, property and 
other financial matters. A guardian of the estate is 
typically responsible for paying bills from the 
Ward’s resources, managing the Ward’s money 
and assets, investing the Ward’s money, buying 
and selling property, and making other decisions 
related to the Ward’s property interests.

A guardian of the estate may be a full guard-
ianship, encompassing all aspects of an individu-
al’s money and property. A guardian of the estate 
may also be limited with the guardian authorized 
to exercise decision-making authority only over 
particular assets, such as an investment account 
or bank account. In a limited guardian of the 
estate, any power not granted to the guardian is 
retained by the Ward. The Ward continues to 
have decision-making capacity for any financial 
decision that is not specifically granted to the 
guardian during the guardianship.3

 Duration of Guardianship
Most Guardianships are established when a dis-
abled individual has a permanent or degenerative 

3 Tex Estates Code Ann. §§ 1101.151–1101.152; 
1151.001(2016).

impairment that limits his ability to make deci-
sions on his own. Once a guardianship is estab-
lished by a court, it remains effective until the 
court modifies or terminates the guardianship.

In some states, guardianships must be renewed 
with evidence of an on-going disability. If not 
renewed, then the guardianship is allowed to 
expire. Because guardianship is a matter of state 
law, each state has its own rules governing when 
a guardianship will lapse or expire.

Occasionally, the condition or circumstances 
that justify establishing a guardianship are tem-
porary in nature. In such cases, the court may 
establish a temporary guardianship that exists for 
a specified duration or expires at a particular 
event. A temporary guardianship may be extended 
if evidence shows that the reasons for the guard-
ianship persist.4

 Guardianship Legal Process

 When Guardianship Is Appropriate
Generally, guardianship is appropriate when a per-
son is substantially unable to manage his  personal 
or financial affairs because of a physical or mental 
impairment. Guardianship is a matter of state law 
and each state has its own formulation of when a 
guardianship is appropriate and what evidence is 
required to show that an individual cannot manage 
his own affairs. However, the evidence necessary 
to create a guardianship requires more than merely 
evidence that the person has a diagnosis of a physi-
cal or mental impairment. Guardianship also 
requires more than just evidence that the person 
engages in foolish behaviors or makes bad deci-
sions. The evidence must show that the individual 
lacks the capacity to make sound judgments 
regarding his person, his property or both. 
However, guardianship is not an appropriate 
means of solving all problems. Guardianship can-
not change the behavior or attitudes of the Ward. A 
guardian cannot force a Ward to take medications. 
Because guardianship alters an individual’s 

4 Tex Estates Code Ann. § 1202.001 (2016).
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authority to make decisions about himself and his 
property it can only be accomplished through a 
court proceeding.

 Creating a Guardianship

 Requires Action by a Court
Guardianship is an involved legal process that 
typically requires the services of an attorney, 
both for the person seeking to establish the guard-
ianship and for the Ward—especially when the 
Ward does not voluntarily give up his decision- 
making authority. A family may attempt to repre-
sent themselves in a guardianship proceeding, 
but it is a complex area of law with many subtle-
ties. A family is more likely to achieve its desired 
result with the assistance of an experienced 
lawyer.

Some law schools may have legal programs 
that offer representation at no cost to those in 
need of guardianship. Some local or state Bar 
Associations may have programs that offer  
free legal assistance with guardianship 
proceedings.

 Evidence About the Individual’s 
Condition and Circumstances
Guardianship proceedings require the proposed 
guardian and Ward to appear in court and provide 
testimony and other evidence stating the reasons 
that a guardianship is appropriate under the 
circumstances.

The court will also require medical evidence 
from a physician who has examined the dis-
abled person and who is able to certify that the 
person has a physical or mental impairment 
and can testify about how that impairment 
affects the person’s ability to care for himself, 
make personal decisions, and manage his prop-
erty. The physician may be required to provide 
a specific assessment of the individual’s capa-
bilities, including whether the person can make 
decisions, vote, drive an automobile, marry or 
make other decisions regarding themselves. 
The specific facts about which a physician 

must testify in a guardianship proceeding 
depend on state law.5

 Appointment of a Guardian
If the court determines that a guardianship is 
appropriate, it will appoint a person to act as the 
guardian for the ward. The guardian can be a 
family member, an unrelated person, or even a 
public agency or private institution. Any person 
serving as a guardian must affirmatively accept 
the appointment, be qualified under law, and 
themselves be capable of performing the duties 
of a guardian. Naturally, a parent or other family 
relation serving as a guardian is most common, 
but others can serve as a guardian as well.6

 Duties of a Guardian
In addition to making decisions and managing 
the affairs of his ward, a guardian is obliged to 
perform administrative functions. Because the 
court that creates a guardianship retains con-
tinuing supervisory authority, the guardian 
must periodically report to the court the status 
of the Ward and provide an accounting of per-
sonal income, assets, expenses and any other 
information required by the court. Also, some 
actions by the guardian require prior approval 
by the court.7

 Time Line for Guardianship Decisions
Decisions about pursuing guardianship do not 
have to made before a person turns 18 years of 
age. Before the age of 18, the parent or legal 
guardian can make decisions for the child. Once 
a child turns 18 years of age the law assumes the 
young adult is able to make his own decisions. 
Some parents may want to gather information 
about guardianship prior to their child reaching 
the age of 18. However, the guardianship process 
cannot start until after the child has reached the 
age of 18. There is no time limit for filing for 
guardianship. There is no requirement that guard-

5 Tex Estates Code Ann. §§ 1101.101, 1101.103 (2016).
6 See generally Tex Estates Code Ann. Ch. 1104.
7 Tex Estates Code Ann. §§ 1151.051, 1151.101 (2016).
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ianship proceedings start right after the 18th 
birthday. Many years can pass and if guardian-
ship is necessary later there is no problem with 
starting proceedings at the time of need.

Some parents who have a child who is severely 
limited in his ability to make decisions due to an 
intellectual disability may want to initiate guard-
ianship proceedings shortly after the child turns 
18 years of age. Often the parents are best posi-
tioned to be the young adult’s guardian.

Some hospitals may make it difficult for the 
parents to make medical decisions without proof 
of guardianship. However, other hospitals and 
medical practices may allow the parent to make 
medical decisions as the young adult’s surrogate 
without a guardianship. When the young adult is 
transitioning to a new medical practice for care it 
is important to ask the medial team if guardian-
ship is necessary for the parent to make medical 
decisions for the young adult who is 
transitioning.

A young adult who has a disability and is able 
to make decisions for himself does not need a 
guardianship simply because he has a disability. 
The decision of whether a guardianship is neces-
sary is mainly driven by the young adult’s inabil-
ity to make decisions and the possibility 
healthcare providers will require a guardianship 
in order to allow the parent to make medical deci-
sions for the young adult. However, less restric-
tive alternatives to guardianship are available and 
should also be considered by the young adult and 
his family members. The medial team should 
become familiar with these less restrictive 
alternatives.

 Alternatives to Guardianship

Guardianship is a substantial restriction on an 
individual’s independence and self- determination 
and so some advocates advise establishing a 
guardianship only when there is not a less restric-
tive option. There is research that shows guard-
ianship can cause some people to feel helpless, 
hopeless and more self-critical. Consequently, 
some disability advocates suggest that alterna-
tives to guardianship should be considered and 

understood before guardianship is pursued. 
Individuals with disabilities have different needs. 
While guardianship may be appropriate for some 
people a less restrictive arrangement may be bet-
ter for others.

Several alternatives to guardianship are appro-
priate when an individual merely needs assis-
tance and support in exercising his own 
decision-making capacity.8

 Power of Attorney

 Medical Power of Attorney
A medical Power of attorney is an assignment of 
decision-making authority from the disabled per-
son to another person. The assignment must 
occur when the person making the assignment 
has the capacity to make decisions, and cannot be 
made after the disabled person becomes incapac-
itated. Typically, a medical Power of attorney is 
granted to a spouse, parent or other trusted 
person.

The person assigning the power to make med-
ical decisions is called the “principal” and the 
person who is making the decisions is called the 
“agent.” Under a medical power of attorney, the 
agent has the authority to make medical deci-
sions for the principal after the principal becomes 
incapacitated and unable to make decisions for 
himself. A medical power of attorney becomes 
effective when signed by the principal, delivered 
to the agent, and accepted by the agent. The med-
ical power of attorney continues to be effective 
until it is revoked or when it expires at a time 
stated in the document. The agent’s authority to 
make medical decisions for the principal begins 
when the principal’s attending physician certifies 
in writing that the principal is unable to make 
healthcare decisions on his own.

A medical power of attorney has several limi-
tations. First, a medical power of attorney can 
only be executed when the principal is competent 
to make decisions. A medical power of attorney 
cannot be established at a time when the principal 
is incapacitated, incompetent or otherwise inca-

8 Tex Estates Code Ann. § 1002.0015 (2016).
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pable of making decisions. Also, the principal 
can object to healthcare decisions made by the 
agent even after he is certified to be incompetent. 
No treatment may be given or withheld over the 
objection of the principal, even when a valid 
medical power of attorney is in place.

Furthermore, an agent exercising a medical 
power of attorney may not consent to certain 
medical procedures, such as commitment to a 
mental health facility, convulsive therapy, 
psycho- surgery, abortion or withholding comfort 
care.9

 Durable Power of Attorney
A durable power of attorney, like a medical power 
of attorney, is a principal’s assignment to an agent 
of the authority to make decisions. However, a 
durable power of attorney is limited to the assign-
ment of decision-making authority regarding 
money, assets and property. Durable powers of 
attorney are very flexible. Durable powers of 
attorney can grant some powers to the agent, 
while the principal retains all others. A power of 
attorney can be limited to specific actions, such 
as managing property, maintaining a bank 
account, or managing other financial accounts.

A durable power of attorney may either be 
effective immediately upon execution, even if the 
principal retains competency to act for himself. A 
durable power of attorney may be arranged such 
that the agent only has the power to act on behalf 
of the principal after the principal becomes inca-
pacitated and unable to act for himself.10

 Representative Payee
Another alternative to guardianship may be a rep-
resentative payee who has authority to handle the 
Social Security benefits a person receives based 
on his disability. A representative payee is a per-
son appointed to receive and manage a person’s 
Social Security Disability Insurance (SSDI) ben-
efits or Supplemental Security Income (SSI) ben-
efits for anyone who cannot manage or direct the 
management of the benefits by himself. A medi-
cal provider must submit evidence and paperwork 

9 Tex Health & Safety Code Ann. § 166.152 (2016).
10 See generally Tex Estates Code Ann. Ch. 751 (2016).

to Social Security that supports a finding the per-
son who receives Social Security benefits is not 
able to manage his Social Security benefit. It is 
often difficult to remove the representative payee 
so the decision to appoint a representative payee 
should be made after careful consideration. The 
representative payee should be trustworthy and 
act in the best interest of the young adult with a 
disability.

A representative payee’s duties are to use the 
Social Security benefits to pay for the current and 
future needs of the Social Security beneficiary, 
and properly save any benefits not needed to 
meet current needs according to the asset rules 
set out by Social Security. In 2017 individuals 
who receive SSI benefits can only have $2000 in 
assets if the person is single. The representative 
payee should make sure he understands the SSI 
rules regarding assets. If the representative payee 
saves too much money for the young adult the 
young adult will lose his SSI benefits and his 
Medicaid benefits.

A representative payee must also keep records 
of expenses. The Social Security Administration 
can (and frequently does) request representative 
payees provide an accounting of how he used or 
saved the Social Security benefits. If a person 
only needs help managing his Social Security 
benefits but is able to make other decisions 
related to his daily living and healthcare deci-
sions, having a Social Security representative 
payee who handles the Social Security benefits is 
a good option.

 Shared Decision-Making Authority11

Supportive Decision Making Agreements
Supportive decision making agreements are an 
alternative to guardianship. The Texas Legislature 
was the first state to enact a Supportive Decision 
Making statute in 2015. The Supportive Decision 
Making statute creates a process for supporting 
and accommodating an adult with a disability 
and is intended to enable the adult to make life 
decisions without impeding his self- 
determination. The purpose of supportive deci-

11 See generally Tex Estates Code Ann. Ch. 1357 (2016).

30 Legal Issues: Guardianship and Supportive Decision Making



298

sion making agreements is to provide assistance 
to a disabled adult in making decisions about 
where to live, what services and medical care to 
receive, where to work and other decisions, while 
at the same time preserving the individuals 
independence.

Who Is Involved in a Supportive Decision 
Making Agreement

Supported Individual
Supportive Decision Making Agreements are 
appropriate for any individual 18 years of age or 
older with a disability. For the purpose of sup-
portive decision making agreements, “disability” 
is broadly defined as any physical or mental 
impairment that substantially limits a major life 
activity. However, the disabled individual must 
still have sufficient mental capacity to agree to a 
supportive decision making agreement. If the 
individual with a disability lacks decision mak-
ing capacity, then he lacks the capacity to form a 
supportive decision making agreement and a sup-
portive decision making agreement would not be 
appropriate.

Supporter
The law does not place any restrictions on who 
may become a supporter. Obviously, the sup-
porter must be someone who the individual with 
a disability trusts and who is willing to assume 
the obligations of a supporter described in the 
agreement. Typically, the supporter is a family 
member or trusted friend.

The supporter’s role is to assist the adult with a 
disability in understanding options, responsibili-
ties and consequences of the decision he is mak-
ing. The supporter also helps the disabled person 
in accessing, obtaining, understanding and using 
information relevant to the decision, such as medi-
cal records, mental health records, financial infor-
mation, educational records and other information. 
The supporter also has an important role in aiding 
communications with third parties about the dis-
abled person’s decisions.

Duty of Confidentiality
Because the supporter will have access to private 
information, the statute imposes on the supporter 
a duty to keep information confidential and keep 
it safe from any unauthorized access, use or dis-
closure. Also, a supportive decision-making 
agreement creates a confidential relationship 
between the supporter and the disabled adult. 
Consequently, a supporter may be liable to the 
disabled individual for the breach of the confi-
dential relationship.

Contents of a Supportive Decision-Making 
Agreement
The form of a supportive decision-making agree-
ment is flexible. The statute provides a sample 
agreement, but no particular form is required. 
Any form of agreement will be sufficient pro-
vided the document substantially complies with 
the statute.

To be effective, the parties must voluntarily 
sign the agreement either in the presence of two 
witnesses who are 14 years of age or older, or 
under oath before a notary public.

Duration of Supportive Decision-Making 
Agreements
Because a supportive decision-making agree-
ment is essentially an at will contract, it can be 
terminated whenever the adult with a disability 
or the supporter elect to do so. A supportive 
decision- making agreement may also specify 
when it will terminate. Agreements may also be 
terminated if the adult with a disability has 
been abused, neglected or exploited by the 
supporter.

Supportive Decision-Making Agreements 
Do Not Preclude the Use of Other 
Alternatives to Guardianship
A supportive decision-making agreement can 
be used in conjunction with other alternatives 
to guardianships, such as a medical power of 
attorney or Social Security representative 
payee.
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 Supportive Decision Making 
Agreement Compared to Guardianship 
and Compared to Power of Attorney

Comparison to Guardianship
A supportive decision making agreement is dif-
ferent from guardianship because it is a volun-
tary arrangement between the disabled person 
and his supporter. It does not require court 
approval nor on-going court supervision like a 
guardianship.

The scope of a supportive decision making 
agreement is flexible and is determined by the 
adult with a disability. The adult decides what 
support is needed and the supporter agrees to pro-
vide assistance only regarding those matters.

Comparison to Power of Attorney
Like a power of attorney, a supportive decision 
making agreement is informal and does not 
require a court proceeding. Unlike a power of 
attorney, the disabled adult does not assign his 
ability to make decisions to someone else. Rather, 
the disabled adult retains decision making author-
ity. The person named in the supportive decision 
making agreement does not make decisions for 
the disabled person, but provides substantial 
assistance in making decisions.

Fiduciary Duties
A significant difference between a supportive 
decision making agreement and guardianship or 
a power of attorney is that the supporter is not a 
fiduciary of the disabled adult.

Guardianships and powers of attorney involve 
a fiduciary relationship. By law, a fiduciary duty 
exists between a guardian and a ward in a guard-
ianship, and between a principal and an agent in 
a power of attorney relationship. A fiduciary has 
the duty to act in good faith, with loyalty and 
without conflicts of interest. A supportive 
decision- making agreement does not create a 
fiduciary relationship and therefore the supporter 
does not owe a duty of good faith and loyalty to 
the disabled adult.

 Preference for Supportive Decision 
Making Agreement or Power 
of Attorney
There are some advocates who do not think 
guardianship is appropriate for anyone with a 
disability. These advocates are strong proponents 
of supportive decision making agreements. Since 
there is no need to hire an attorney or have a court 
proceeding when entering into a supportive deci-
sion making agreement this can be a good option 
for those who cannot afford to hire legal counsel 
and cannot find low or no cost representation.

 Options Available
There are some in the medical and legal profession 
who may indicate that people with certain cogni-
tive limitations must have a guardianship and can-
not use supportive decision making agreements or 
powers of attorney. However, many in the disabil-
ity community argue that anyone can use a sup-
portive decision making agreement or power of 
attorney. For example, some may say that a person 
who cannot speak must have a guardianship. 
However, this is not true as long as the person has 
some ability to make decisions and communicate 
those decisions. Some individuals with significant 
cognitive disabilities are still able to make some 
decisions for themselves and these individuals 
may be best served with supportive decision mak-
ing instead of guardianship.

People with disabilities, their family members 
and healthcare providers should be informed and 
understand the different options available to them 
and chose the best option.

 Footnotes

Please note Guardianship and Shared Decision 
Making Statuses are governed by state law. The 
Footnotes for this Chapter refer to Texas State 
law. The Guardianship laws and Shared Decision 
Making law in Texas are similar to laws in other 
states. However, there may be some variation 
among state law in this area.
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 Introduction

Children with medical complexity (CMC) are a 
small subset of the population of children who 
must age from pediatric to adult systems of care. 
Children with special healthcare needs (CSHCN) 
account for 18% of the pediatric population; 
CMC are estimated to account for 0.5–1% of 
children. While there is no clear definition of 
CMC, four cardinal domains have been proposed 
by the Children’s Hospital Association to char-
acterize this population, including chronic, 
severe health conditions, substantial health ser-
vice needs, major functional limitations, and 
high health resource utilization [1]. An analysis 
from 2005 through 2007 identified 0.67% of 
children in Ontario, Canada, who were identified 
as CMC; of these, 65.6% had single-organ 
chronic conditions, 6.7% had multi-organ condi-
tions, 27.6% had neurologic impairment, and 
11.8% were technology dependent [2]. The 
Canadian Provincial Council for Maternal Child 
Health convened a Transition to Adult Healthcare 
Services Work Group in February 2012. Along 
with recommendations for all children, they 
identified a subgroup of youth requiring a more 
intense approach to  transition, perhaps even a 

lifelong approach. This group included youth 
who are medically fragile, those with very rare 
conditions for which there is not a readily identi-
fied adult provider, and those with serious men-
tal illness [3]. This chapter will therefore focus 
specifically on complex transition of care to 
include youth with rare or multiple chronic con-
ditions, with significant neurocognitive and/or 
mental health impairments and/or technology 
dependence.

 Defining the Care of Children 
with Medical Complexity

The CMC from the Ontario analysis saw a 
median of 13 outpatient physicians and 6 dis-
tinct subspecialists. Their healthcare costs 
accounted for almost one-third of child health 
spending. Thirty-six percent received home care 
services. Their 30-day readmission rates 
spanned 12.6–23.7%. The care of these children 
has been described by primary care providers to 
require many layers of additional clinical work, 
such as polypharmacy, medical devices, rare 
and/or unfamiliar diagnoses, and a large number 
of specialists [4]. Hospitalists similarly report 
that CMC have intensive hospital- and/or com-
munity-based service needs, including poly-
pharmacy, technology, and/or home care, and 
are at risk for frequent and/or prolonged hospi-
talizations [5].
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In 2012, the Lucile Packard Foundation 
described the stages of adjustment experienced by 
children and families living with chronic condi-
tions: (1) pre-diagnosis, (2) crisis diagnosis and 
treatment, (3) reentry, (4) “new normal” mainte-
nance and complications, (5) preparation for tran-
sition, and (6) “hitting the transition wall” [6]. 
This transition wall can be described as the series 
of barriers which block the transfer and receipt of 
continuous and comprehensive care to meet antic-
ipated adult needs. Well-planned preparation for 
transition should be designed to alleviate the pro-
verbial hitting of a wall. Pre-transition, the fami-
lies of CMC continue to experience concerns 
about poorly informed decision- making, poor 
information, fragmented and uncoordinated 
health management, reactive rather than proactive 
care management, over- medicalization, and inad-
equate caregiver support [1]. There are often mis-
matches in the child/youth’s needs and the 
availability or access to resources that are ampli-
fied as the CMC prepares to move to adult ser-
vices. Gaps between needs and available resources 
are often magnified by situations where families 
function less effectively as their own advocates. 
Cultural, environmental, and psychological fac-
tors can impact self- advocacy skills. Those who 
tend to act more submissively or compliant in 
their clinician-family partnership may be unlikely 
to speak up and ask for more [6]. When a compre-
hensive needs assessment is systematically per-
formed for individuals with disabilities, unmet 
needs are commonly identified [7]. Fragmentations 
in care and limitations in self-advocacy both con-
tribute to these unmet needs.

 Key Policies Around Transition

Policies for CMC transition should employ basic 
requirements for the transition of all youth and 
supplement these with the specific needs related 
to complex medical care. Transition, as a core 
outcome for CSHCN defined by the Maternal and 
Child Health Bureau (MCHB), sets the expecta-
tion that youth receive the services necessary to 
make transitions to all aspects of adult life, in 
order to participate in adult healthcare, work, and 

experience the independence of adult life. MCHB 
measures success in healthcare transition (HCT) 
as having health insurance, a usual source or pro-
vider of adult healthcare, receiving preventive 
services, and having no delayed or unmet health-
care needs [8]. These goals are germane for CMC 
with the addition of transition goals to (1) maxi-
mize current function and (2) provide proactive 
rather than reactive care in order to prevent or 
reduce the impact of secondary conditions [9, 10]. 
The Institute of Medicine’s 2007 report, “The 
Future of Disability in America,” focused on the 
transition of young people with disabilities from 
pediatric to adult healthcare services [11]. This 
report highlighted that successful healthcare tran-
sitions for young people with serious disabilities 
depend on public policies to support access to 
health insurance, assistive technologies, personal 
care services, housing, vocational training, and/or 
postsecondary education and income support, as 
well as public policies that support nondiscrimi-
nation in employment and the physical accessibil-
ity of transportation and public spaces. Some of 
these services are within the scope of clinical 
medicine, while others require collaboration 
across other agencies and organizations.

 Concepts in Chronic Condition 
Management

In 1996, Wagner already proposed that successful 
models of care for those with chronic conditions 
share common features, including (1) the use of 
explicit plans and protocols; (2) the reorganization 
of practices to meet the needs of patients who 
require more time, a broader array of services, and 
closer follow-up; (3) systematic attention to patient 
information needs and behavioral changes; (4) 
ready access to necessary expertise; and (5) sup-
portive information systems [12]. The IOM report 
recommended that improvements in the transition 
of youth with disabilities into adult healthcare sys-
tems would require support for coordinated care, 
transition planning, and use of integrated elec-
tronic medical records and would also benefit 
from an expansion of chronic care training in pedi-
atric and adult medicine residencies [11].
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 Care Coordination

The processes needed to facilitate a proactive, 
organized transition from pediatric to adult health 
systems appropriate for CMC should promote 
self-navigation across the system by the activated 
young adult or his/her caregivers, with additional 
supports from health systems or community 
organizations to complement the patient and 
family’s strengths and weaknesses. These addi-
tional transition needs can be provided as a spe-
cific type of care coordination, in which the 
patient’s complex care activities are deliberately 
organized between participants (including the 
patient). Complex, high-utilizing patients require 
more than health system navigation information 
and healthcare utilization oversight as found in 
the services sometimes available through payer 
and institutional navigators or care managers. 
Effectively organizing care involves the marshal-
ling of personnel and resources to carry out the 
required patient care along with the exchange of 
valuable information to the participating team 
[13]. Care coordination for children with devel-
opmental disabilities has demonstrated shorter 
hospitalization average lengths of stay and lower 
hospital charges [14]. Care coordinators best 
suited to CMC transition services have experi-
ence and/or training in the specific skills com-
monly required. These include an understanding 
of healthcare financing (particularly Medicaid 
programs for individuals with disabilities), a 
familiarity with the variations in the scope of 
practice across pediatric and adult specialists and 
systems of care, and a versatility with community- 
based disability organizations and their availabil-
ity to support patients and families. Legal 
supports are also often needed to ascertain 
decision- making capacity and the level of sup-
port which may be needed as the youth grows to 
the age of majority. Paratransit transportation 
system access, home equipment and home care 
services, and sources of caregiver respite and 
support are all integral to the function and well- 
being of CMC and their families. With this broad 
array of necessary skills, transition coordinators 
for CMC need a combination of nursing and 
social work skills [15]. In addition, clinical input 

into complex treatment plans may require a 
higher level of clinician support as has been 
described in the Indiana transition programs and 
other projects for CMC, such as the Milwaukee 
program [15, 16]. The U Special Kids in 
Minnesota and Special Care Clinic in Colorado 
programs utilize nurses, pediatric nurse practitio-
ners, social workers, secretaries, and pediatri-
cians who collaborate with specialists [17, 18].

 Shared Plans of Care

A document commonly referred to as the shared 
plan of care guides the patient and caregiver with 
a clear point of contact to the health system and 
promotes sharing of critical information across 
the care team. By principle, it should be a compre-
hensive, integrated, concise, and user-friendly 
summary of relevant information. It should facili-
tate a better shared overview and agreement of the 
patient’s needs and treatment to all of the engaged 
providers within the home and the healthcare sys-
tem and thereby help to avoid errors, gaps, and 
duplication in services. The medical summary 
component details young adult/family demo-
graphics, care team members and contacts, cur-
rent medical treatments, and a synthesized concise 
historical summary. The plan contains negotiated 
actions which are the steps that need to next be 
taken to move forward in reaching desired per-
sonal and clinical goals and are ideally described 
with planning of desired timelines and identified 
responsibilities and accountabilities [19]. U 
Special Kids distributes its final document to the 
patient, decision-maker, group home agency, resi-
dential supervisor, hospital ward, emergency 
department, and medical home team [17].

 Protective Factors and Unique 
Challenges for Transition 
in Children with Medical 
Complexity

Once the preliminary steps of developing the 
team of professionals to lead and deliver medi-
cally complex transition services have been 
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identified and a method for creation and delivery 
of a shared plan of care has been created, the 
specific tasks of tracking, assessing, and plan-
ning transition may be addressed. Got Transition 
recommends that tracking start at age 
13–14 years. Assessments and planning need to 
consider the routine needs of all youth moving 
toward adult life and then account for the spe-
cific protective and risky situations that accom-
pany CMC.

There are a larger number of issues that 
make transition for CMC more complex and 
less safe than the HCT of youth with less com-
plex chronic conditions, but there are also a few 
protectors. Table 31.1 identifies both the risks 
and protective factors to the transition of youth 
with medical complexity to guide our further 
discussion.

The majority of young adults aged 21–25 
with disabilities live with their families, rather 
than independently; 16% of those with multiple 
disabilities and 17% of those with autism live 
independently [20]. Residing in the same home 
as caregivers is a potential benefit when the 
home has been accommodated to fit the per-
son’s disability needs and caregivers are famil-
iar with the person’s needs and trained  
in their care. Caregivers can help mitigate gaps  
in care and suboptimal treatment adherence 
associated with increased morbidity, long-term 
 complications, hospitalizations, and need for 

urgent interventions. One of the most signifi-
cant risk factors for gaps at transfer is having 
missed appointments while still in pediatric 
care [21]. Residing with parents also creates 
opportunity for ongoing oversight of medica-
tion administration; parental supervision is a 
significant protective factor for treatment 
adherence in teens [22]. Although one-third of 
U.S. young adults aged 19–26 were uninsured 
in 2006 [23], youth with disabilities are likely 
to have sustained insurance eligibility through 
multiple possible avenues and are not at the 
same risk to experience the gaps in insurance 
that occur more often in young adults without 
disabilities. In addition to Medicaid disability 
program eligibility, young adults may also be 
eligible for sustained coverage as disabled 
dependents through parents’ employer cover-
age. Dependents who receive Social Security 
Disability Income through a retired, disabled, 
or deceased parent can also become eligible for 
Medicare.

In order to retain young adults with CMC suc-
cessfully in their family homes, as is desired by 
most families, it is necessary to provide for 
needed community, family, and financial 
resources and address means to ease the emo-
tional burden of the family [24].

 Unique Challenges Associated 
with Medical Complexity

 Changes Related to Adult Status
As youth age and grow and their bodies achieve 
physical adult maturation, one of the first prep-
arations for adult care is to adjust the existing 
pediatric care plan to meet the person’s new 
adult status with respect to physiological, psy-
chological, social, and emotional needs. The 
nutrition for maintenance of adult weight is dif-
ferent compared to the growth calories of child-
hood. Adult supplemental formulas are adjusted 
to have the correct recommended daily allow-
ances for adults. However, not all adult-aged 
patients with medical complexity are adult size. 
Home care agencies may be able to help the 
care team with dietician support to establish 

Table 31.1 Protective factors and unique challenges 
associated with HCT for individuals with medical 
complexity

Protective factors

• Continuity of prepared caregivers
• Continuity of living setting
• Continuity of insurance coverage through disability 

programs

Unique challenges

• Adjustment of existing pediatric care plan for new 
adult status

• Decision-making supports and best interest of the 
person

• Creation of care team with prepared adult providers
• Inpatient/outpatient service accommodations
• Home and community adaptations and supports
• Caregiver needs in training and respite
• Special billing and coding issues
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nutritional goals. Adult-sized patients also 
require different lifting and transferring sup-
ports than children. As family caregivers age 
themselves, they may also need additional help 
with lifting. Appropriate home care personnel, 
equipment, and home modifications may be 
needed to promote safety for the patient and 
caregivers.

Attainment of adult physical size also 
includes pubertal maturation. Many families car-
ing for CMC feel anxious or ill prepared for the 
physical, psychological, and social changes 
associated with puberty. Aspects of puberty  
and sexuality include sex education, pubertal 
maturation, hygiene, privacy, sexual feelings, 
 masturbation, personal relationships, intimacy, 
contraception and sterilization, and parenthood 
[25]. The healthcare team, including transition 
specialists, can assist families in navigating 
these issues and needs. Addressing both the 
youth and caregivers’ educational needs and 
whether to intervene in rates of pubertal devel-
opment and growth requires individualized 
attention to each individual’s case. Whether their 
disabilities are physical, intellectual, or mixed, 
young adults need assistance to express their 
own personal developing adult voice while care-
fully balancing definitions of “best interest” and 
safety as well as the long-term consequences 
into adult life of any interventions [26].

 Advance Care Planning
Despite a perceived need expressed by provid-
ers and families for pediatric advance care plan-
ning for CMC, several barriers impede its 
implementation [27]. In the adult care system, 
all adults, even those with significant disabili-
ties and limited capacity, should be encouraged 
to participate in advance care planning to the 
extent their abilities allow. Special attention 
should be provided to quality of life values and 
care preferences of the person with disability 
[28]. If these conversations do not happen while 
still in pediatric care, it creates an additional 
complication at transition for the new adult pro-
viders to broach advance care planning prior to 
the establishment of trusting relationships with 
the patient and caregivers.

 Sharing Information Across 
the Medical Neighborhood
Many institutions are working toward the use of 
electronic shared plans of care, but these tools 
are not yet broadly implemented. Without a clear 
summary of a patient’s current state, pertinent 
history, and current care goals, it is very difficult 
to design next steps in transfers of care. CMC 
have complex needs, long medication lists, and 
use technology in their care, by definition. New 
providers are better able to assume care when 
they understand how the current plan evolved 
and how it is designed to meet the person’s cur-
rent needs and goals. Standardizing and sharing 
protocols, such as feeding tube management 
guidelines, along with care coordination also 
improves care [29]. Proactive, prepared emer-
gency plans created for CMC have been shown 
to improve care when the person presents in  
crisis [30].

Individuals who require complex, continuous 
care frequently require services from multiple 
providers and settings that often operate indepen-
dently from each other, leading to potential safety 
risks [25]. Finding ways to tie together this care 
neighborhood is one of the important tasks of 
transition for CMC. Youth and young adults with 
neurocognitive disabilities report perceptions of 
the lack of access to healthcare, lack of knowl-
edge in adult health professionals, and personal 
lack of information and uncertainty regarding the 
transition process. Their suggested solutions are 
early provision of detailed information and more 
extensive support throughout the clinical transi-
tion process [31].

While some pediatric specialists might recom-
mend that a mirror image of the pediatric care 
team be replicated in the adult system, this is not 
always indicated. More ideally, the young adults’ 
current needs should direct the makeup of the 
adult care team. The scopes of practice of pediat-
ric and adult health systems are not identical (see 
Chap. 15). For example, adults with attention 
deficit disorder are more likely to involve a pre-
scribing psychiatrist for their care team than chil-
dren with the same condition, and children with 
hypertension are more likely to have a pediatric 
nephrologist than adults with this condition. 
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Complex care programs located at the tertiary 
children’s hospital are typically most familiar 
with adult specialists at a nearby adult tertiary 
facility. However, families who travel long dis-
tances to the tertiary sites for pediatric care may 
be interested in available adult subspecialty 
options closer to home. Also, tertiary care centers 
often need the assistance of local providers for 
knowledge of community resources and the geo-
graphical spread of adult subspecialists. There 
are, however, conditions which are more likely to 
need the tertiary care of the university setting. 
For example, adults with hydrocephalus often 
need continuous access to expert surgical and 
medical providers. One approach to adult care is 
an integrated team of pediatric and adult medical 
and surgical specialists [32]. This can include an 
integrated team of primary care providers (pedia-
tricians, internists, and medicine-pediatrics) who 
care for children through adults, with facilitated 
access to subspecialists, as needed, from neurol-
ogy, rehabilitation, genetics, urology, neurosur-
gery, and orthopedics.

Decisions around who should lead the adult 
care team are not always straightforward. The 
primary care provider and specialist who oversee 
the patient’s principle disability may both have 
significant roles, as transition or adult system 
care coordinators. Regular cross-team communi-
cation is critical. Care is improved when this 
communication is bidirectional with different 
members of the care team listening, expressing 
opinions, and offering flexibility in treatment 
decisions [33]. Most family medicine and inter-
nists do not yet have integrated training around 
congenital conditions in their residency experi-
ences. They recognize that a super-specialist 
with adolescent training would be helpful during 
the bridging period, and for patients with self-
care limitations, they also value the persistent 
involvement of parents in care [34]. Medicine 
pediatric physicians are often identified as poten-
tial providers of this service; however, given 
their relatively small numbers, they cannot be 
the sole solution. Questions about how new adult 
providers should be prepared still need further 
attention to develop the appropriate answers.

 Accommodations in Clinical Settings
Once providers are identified, accommodations 
needed for office visits should be discussed. 
Nurses recognize the need to be familiar with the 
expanded needs of patients with intellectual dis-
ability. They recommend incorporating contextual 
and practical elements to ensure the security of 
these patients [35]. Patients with limitations in 
neurologic, cognitive, and/or speech functions 
may not have the ability to appropriately sense, 
interpret, and/or communicate their bodily needs 
and functions. Caregivers and care teams must 
become familiar with how the individual patient 
expresses sensations and symptoms of illness and 
demonstrates pain. Sensory integration alterations 
may interfere with the patient’s ability to effec-
tively interpret their own positional discomfort, 
sleepiness, thirst, hunger, and the need to void. 
Proactive use of instruments such as the DisDAT 
tool is useful for recognizing the changes in a 
patient’s characteristics when feeling calm and 
relaxed versus stressed or in pain [36]. A signifi-
cant subgroup of adults with intellectual disabili-
ties have emotional dysregulation and may exhibit 
challenging behaviors in clinical settings. 
Aggression, self- injury, elopement, and sexually 
explicit behaviors are the types of disruptions that 
can occur. Challenging behaviors are often initi-
ated as a means to communicate an unmet need, 
which can be physical, psychological, emotional, 
social, or environmental in nature. It is important 
for care teams to understand the communication 
methods that each patient uses. Shared plans of 
care should indicate patients who utilize adapted 
sign language, yes/no indicators, or pictorial or 
electronic systems. In addition, updated behavior 
plans that describe triggers and alternatives can 
assist with activity suggestions for distracting or 
calming the patient. Adult providers may not be 
familiar with the spectrum of mental and behav-
ioral healthcare teams who are available to provide 
further assistance. In addition to psychologists, 
psychiatrists, and counselors, a few additional 
examples include behavioral, habilitative, music, 
and  recreational therapists. These services are usu-
ally supported through home- and community-
based services through Medicaid.
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The CMC population of patients has increased 
hospitalization risk, and their unique needs around 
hospitalization should be identified and docu-
mented. Young adults with medical complexity 
are not uniformly “adult” in size. Those under 
50 kg, in particular, may not fit safely in the equip-
ment available in adult facilities. They are also not 
best treated with routine “adult” doses of medica-
tions and supplies. Adjustments must be made for 
the safety in their care. Nursing skills in working 
with smaller patients as well as adult patients who 
may need behavioral supports during hospitaliza-
tion must be addressed within adult facilities. 
Some patients struggle to cooperate with frighten-
ing or potentially painful procedures and may 
benefit from the help of extra personnel for sup-
port or even appropriate utilization of conscious 
sedation for blood drawing or other procedures. 
Retaining patients who are interpreted to have 
more “pediatric” behaviors in pediatric facilities 
is one possible option. In an analysis from 30 chil-
dren’s hospitals, about 3% of the inpatient service 
were transitional and adult patients [37]. However, 
the reciprocal is also true that pediatric facilities 
are not as facile in the care of adult diagnoses that 
can occur in this population, including pregnancy, 
myocardial ischemia, or cerebral vascular acci-
dents. Hospitals or health systems with both pedi-
atric and adult units can use the skills of their 
pediatric and adult teams to reciprocally help each 
other with these issues.

 Resources Beyond the Healthcare 
System
CMC often exit secondary education services, 
including therapies they received in educational 
settings, around the time of their healthcare transi-
tion. Youth with non-asthmatic chronic illnesses 
are noted to be significantly less likely to complete 
high school or be employed. Exiting from the 
school environment can lead to significant social 
isolation with associated secondary physical and 
mental health comorbidities. New scheduled day 
activities (such as higher education, employment, 
or adult day programming) are not always readily 
available, feasible, or planned. Vocational rehabili-
tative programs are an important resource at this 

juncture. Transportation can become a significant 
barrier. Larger communities often have paratransit 
options, while more rural settings may not. 
Community participation (getting out of the house) 
in some capacity is a recommended goal for all 
young adults with disabilities. Transition coordi-
nators need familiarity with navigating existing 
community supports for persons with disabilities, 
such as paratransit, adaptive recreational opportu-
nities, and community organizations.

Youth with non-asthmatic chronic illnesses 
are also more likely to receive public assistance 
than youth without chronic illness or with asthma 
[38]. Public assistance through Social Security 
Insurance (SSI) has a change in eligibility at the 
person’s eighteenth birthday, so it is important to 
include this intitial application or reapplication as 
one of the many transition activities for CMC 
(see Chap. 8). In the majority of states, the appli-
cation for SSI is linked to Medicaid as well.

 Decision-Making Supports
Young adults with significant disabilities may 
have limits in their decision-making capacity. 
Early in transition preparation, the ability to 
develop one’s skills as a decision-maker should 
be encouraged by promoting opportunities 
through childhood to practice making decisions. 
Disability advocates encourage that each person 
should be afforded the highest level of self-advo-
cacy and personal decision-making they can 
manage. The spectrum of supports that a person 
may utilize, from least to most restrictive, are 
verbal assistance or an actual contract for deci-
sion-making support from another person to for-
mal power of attorney and court-appointed 
limited to full guardianship (see Chap. 30). 
Psychoeducational or neuropsychological evalu-
ations performed by the school or health system 
can be quite helpful in reviewing a person’s prior 
demonstration of intelligence, school achieve-
ment, and adaptive and executive function. These 
results can inform the process of planning for 
more training in decision-making and the estab-
lishment of legal decision-making supports. 
Youth who have limits to their capacity but no 
identified spokesperson or support person to 
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assist them are particularly vulnerable at transi-
tion and should be noted as particularly high risk 
in a registry of CMC. One example of this situa-
tion is the foster child with cognitive or mental 
health limits who is aging out of supports without 
an existing, effective adult social support 
system.

 Ongoing Needs for Caregivers
Caregivers of CMC experience physical, emo-
tional, and functional health stressors, which can 
impact their ability to provide long-term care for 
their children [39]. Under half of CMC move 
from their family’s home into other living set-
tings (college dormitories, group homes, inde-
pendent living) at the time of transition. These 
young adults need to find living situations with 
appropriate physical accommodations to meet 
their needs. They also need to find caregivers 
who can assist in their care. Young adults or their 
spokesperson must know the young adults’ needs 
well enough to advocate for the physical accom-
modations and the caregiver training needed to 
provide for their necessary ongoing care. 
Assessing a potential living arrangement for ade-
quacy, safety, and accessibility includes looking 
at the structure for ease of mobility, bathroom 
safety, temperature stability, electrical and water 
needs, and road accessibility, including snow 
removal. Assessment of the local community 
may include proximity of a home care agency, 
ambulance access, medical supply vendors, a 
pharmacy, and community support groups [40]. 
Young adults and families must remember that 
Medicaid funding is state based and therefore 
services in other states may vary from what they 
are currently accustomed to receive.

Youth who plan to remain with their family 
caregivers may experience few changes in their 
home setting and caregiver team during the transi-
tion process. However, changes that accompany 
the aging of parents of CMC can cause concerns 
or anxiety regarding their ongoing ability to meet 
the physical and emotional demands of providing 
care to their CMC. It is a delicate dance as a child 
becomes an adult, to move from being the manag-
ing parent of a child with disabilities to the invited 
consultant and support person for an adult with 

disabilities. This dance is particularly difficult 
when the parent still serves as the child’s care-
giver. Adults with disabilities, like all humans, 
have an innate need for some freedoms and a 
sense of self. Parents struggle with the balance 
between providing enough support and supervi-
sion versus affording an increase in freedom. As 
caregivers, they might be accustomed to doing 
things their own way and now feel challenged or 
uncomfortable if their child wants to make a deci-
sion to explore or use other methods of care.

While most parents approach caretaking with 
the best interests of their CMC at heart, occasion-
ally, parents may be acting from a perspective 
that may not fully appreciate their child’s actual 
abilities, limitations, or potentials and thereby are 
at risk to set goals that don’t optimize that child’s 
future. On those occasions, it may be beneficial 
for the health team to assist in stretching the par-
ents’ view of the situation. For example, caregiv-
ers may be so focused on surviving amid the 
day-to-day needs of their child that they are not 
yet taking steps to envision a future adult life 
vision or plan for their child. If they are strug-
gling in preparing their child for changes that 
may occur in adult life, the transition team can 
assist in opening up a dialogue about these future 
possibilities. Parents may themselves become 
unwell physically or mentally and unable to fully 
care for their CMC. Then they may need help 
with creating a proactive plan around their poten-
tial loss of ability to serve as caregivers. As previ-
ously mentioned, issues surrounding sexuality 
can be a source of discomfort or conflict between 
the adolescent or young adult CMC and parent. 
Parents may also experience disincentives to 
maximize certain aspects of health. For example, 
children who are dependent for transfers and 
continence care need to maintain a healthy weight 
even though that means being heavier in transfer. 
They may need to get enough water for hydration 
even if that means there will be more diaper 
changes. In extreme circumstances, dangerous 
health beliefs or actual neglect and abuse can 
become an issue of concern on behalf of the inca-
pacitated patients at the hands of either family 
caregivers or paid caregiving staff. Adult health-
care providers do not have as much experience 
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with overseeing the safety of patients who are 
dependent on proxy decision- makers and care-
givers. Reporting concerns to adult protective 
service programs is a duty of the members of the 
healthcare team, and therefore familiarity with 
surveillance for neglect and abuse must be a part 
of the care team’s training and skills.

 Payment for Care Services
Current payment models for CMC via fee-for- 
service programs have not covered the cost of 
care, especially care coordination and other non- 
billable services. Options for feasible payment 
models for this complex transition care require 
collaboration with Medicaid agencies and should 
consider raising fee-for-service payments, pro-
viding compensation for non-face-to-face care, 
and upfront payments for care management (see 
Chap. 23) [9]. Finding individuals who have the 
skills for care coordination in this unique popula-
tion is also a challenge. Trained professionals 
who have previous experience with this popula-
tion are more effective than new graduates with 
little life experience [15]. Coverage for services 
also can change when moving from pediatric to 
adult billing definitions and codes. Occupational, 
physical, and speech therapy are more liberally 
funded for children who are still on the 18-year 
developmental trajectory of childhood. In adult 
life, typically there needs to be evidence of for-
ward progress in order to sustain these types of 
therapy services. Mental health service payment 
requires adult diagnostic codes that are not the 
same as those used in childhood, therefore requir-
ing use of appropriate and potentially new codes 
at the changeover to the new provider.

 Systematizing the Process 
of Transition Planning for Youth 
with Medical Complexity

Table 31.2 outlines categories of actionable items 
that may need attention during the transition of 
youth with medical complexity. Each of these 12 
categories may have one or more actionable 
items in the transition process for CMC. 
Healthcare financing (1) must be maintained in a 

continuous fashion while also maximizing appli-
cations to eligible special services. Rather than 
moving the entire healthcare team (2) at one time, 
transfers of different specialists can ideally be 
scheduled in a staggered manner so that relation-
ships with some pediatric providers continue dur-
ing the bridging period. This will enable youth 
and caregivers to sustain confidence in their team 
while they are getting to know each of the new 
adult providers. This staggering can also promote 
communication between old pediatric and new 
adult providers, to help with any questions 
regarding the current treatment plans, health sta-
tus, and goals. Mental health (3) is listed as a 
separate category to emphasize its importance for 
all CMC, in terms of both the increased risk for 
mental health conditions in youth with medical 
complexity and their need to develop functional 
stress management and coping skills in order to 
better adhere to their increased treatment 
demands. Most CMC will benefit from the iden-
tification and cultivation of sources of care coor-
dination (4), either within health systems, payer 
organizations, or community agencies. Further 
stratification of level of care coordination needs 
should address both physiological and psychoso-
cial and environmental issues. Attention to health 
habits (5) addresses the individual’s abilities to 
meet their own needs in terms of nutrition, physi-
cal activity, sleep, and hygiene. It recognizes that 
the adult healthcare team and home caregivers must 
become aligned regarding how these basic needs 
will be met in an adapted manner to accommodate 

Table 31.2 Transition categories for youth with medical 
complexity

1. Healthcare financing

2. Healthcare team

3. Mental/behavior health

4. Care coordination support

5. Health habits

6. Self-management

7. Decision-making and advance care

8. Family/caregiver needs

9. Home living needs

10. School/work

11. Community participation

12. Transportation
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special needs and risks. For example, a family 
may have learned to use a soft mechanical diet 
for their CMC for years without having been 
instructed to do that or formally diagnosed with a 
specific swallowing diagnosis. It is valuable to 
recognize this natural development of accommo-
dations as either a person’s preference or, in fact, 
true swallowing dysfunction and future possible 
risk. Addressing the person’s current state and 
developmental or stretch goals in self-manage-
ment (6) is the next area for review. Formal tran-
sition readiness assessments (see Chap. 13) can 
be used to assess current transition preparation 
status and help establish educational goals [41]. 
Decision- making (7) and capacity from the legal 
perspective and advance care planning are cate-
gories which often benefit from identification of 
needs and actions to prepare for the future. 
Medical legal partnerships are helpful in devel-
oping the skills that the transition team may need 
in meeting legal concerns around eligible ser-
vices, appropriate accommodations, and future 
planning.

Family/caregiver needs (8), home living 
arrangements (9), community participation and 
activities across education and employment (10), 
as well as recreation (11) and transportation (12) 
to these activities are specific areas for discussion 
and attention.

 Resources to Enhance the Healthcare 
Transition

Easing the transition of CMC requires access to 
individuals who are experts in assisting youth 
and families across these 12 categories. Social 
workers, school-based transition teams, and 
workforce services are all potential helpful 
sources of support through transition. There are 
national and state resources which provide plan-
ning and support systems to assist families 
across these additional categories. Developmental 
Disabilities Services (DDS) agencies exist in 
each state to provide services to persons with 
intellectual disabilities. The U.S. Developmental 
Disabilities Act establishes state resources, 
which include State Councils on Developmental 

Disabilities, University Centers for Excellence 
in Developmental Disabilities (UCEDDs), and 
legal Protection and Advocacy Systems (P&As). 
Centers for independent living (CIL) are cross- 
disability, consumer-controlled, nonresidential 
nonprofit community agencies that are designed 
and operated by individuals with disabilities and 
provide an array of independent living services. 
Area agencies on aging and disability (AAA) are 
public or private nonprofit agencies that are des-
ignated, like CILs, to be responsible for a spe-
cific geographic area, in order to address the 
needs of persons with disabilities and older per-
sons. They coordinate and offer services to help 
these consumers to remain in their homes, if that 
is their preference. All three types of organiza-
tions, DDSs, CILs, and AAAs, are important 
resources for individuals with disabilities and 
their families before, during, and after the transi-
tion to adult life.

 Summary

Youth with medical complexity, by virtue of their 
higher utilization of healthcare services, need 
enhanced preparation and supports to success-
fully negotiate the transition from pediatric to 
adult health systems. Use of a framework of cat-
egories of services (Table 31.2) to assist in orga-
nizing this process is recommended. 
Implementation of skilled care coordinators and 
collaboration with community and state organi-
zations can assist youth and families, as well as 
the various healthcare teams who serve them, in 
maintaining continuous and safe care for these 
youth throughout their life course.
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Transitioning Youth 
with Intellectual 
and Developmental Disabilities

Laura Pickler and Janet Hess

 Introduction

According to the American Association on 
Intellectual and Developmental Disabilities, an 
intellectual disability is characterized by signifi-
cant limitations in both intellectual and adaptive 
functioning that occurs prior to 18 years of age 
[1]. Standardized testing is typically required for 
both intellectual ability and adaptive skills in 
order to make this diagnosis. The individual’s 
culture and primary language and abilities of the 
individual’s peer group are also considered. 
Strengths are often noted in an assessment and 
used in crafting a plan for supports that should be 
expected to improve overall functioning in life. 
In this chapter it will be assumed that people with 
intellectual and developmental disabilities (IDD) 
represent a heterogeneous population with a wide 
set of needs that could include co-occurring med-
ical conditions, but these may not always be 
present.

Transition from pediatric to adult care for ado-
lescents and young adults (AYA) with IDD is a 
multifaceted process that has many components, 
all aimed at maximizing independence and self- 
advocacy in the areas of health and wellness. 
People with IDD have unique needs and consid-
erations that can make the process challenging, 
rewarding, and sometimes simply different from 
other youth. Examples are modifications in office 
procedures, physical examination approach, 
adaptive communication strategies, and a focus 
on families or caregivers that is not generally 
needed with other transitioning youth. Clinicians 
and other health-care professionals involved in 
this part of a young person’s life can feel confi-
dent that they are making a significant difference 
in quality of life and well-being for their patients 
when they acknowledge the differences of this 
patient population. This chapter will attempt to 
delineate these differences as well as provide 
examples and suggestions for how to improve 
interrelated systems that impact the success of 
the process within the context of the individual 
and the communities where they reside.

Youth with IDD need a carefully planned tran-
sition to adulthood, as they have unique health- 
care needs when compared to the general 
population. They are more likely to have comor-
bid conditions, such as dysphagia, chronic con-
stipation, osteoporosis, hearing impairment, 
visual impairment, epilepsy, gastroesophageal 
reflux, thyroid dysfunction, and psychiatric 
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concerns [2]. AYA with IDD are more likely than 
age-matched peers to be treated with multiple 
medications including psychotropic agents, 
although they are less likely to have a psychiatrist 
managing their psychopharmacologic medica-
tions [3, 4]. One study reported only 24% of 
adults with IDD on psychotropic medications 
had received psychiatric consultation [5]. Models 
of care for transition planning for youth with IDD 
have been at the forefront of professional society 
meetings [6].

Despite the increased interest and need for 
transition, only 41% of youth with special 
health- care needs receive transition planning [7]. 
AYA with IDD were even less likely to receive 
transition planning [7–11], which may lead to 
disparities in preventive care [5]. Only 34% of 
young women with IDD received cervical and 
42% received breast cancer screenings [12]. 
Only 34% of young adults with IDD reported 
being routinely screened for colorectal cancers 
[13]. The lack of needed screenings could be 
considered reflective of discomfort among 
health-care providers, the absence of medical 
homes for adults with IDD, and a failure in the 
transition process.

 Service Systems that Support 
People with IDD

Important steps have been taken in recent years to 
address the needs and status of people with IDD 
across the lifespan. The State Title V programs, 
Medicaid, the Affordable Care Act (ACA), Social 
Security/Supplemental Security Income (SSI), 
Medicare, and civil rights laws like the Americans 
with Disabilities Act (ADA) and the Individuals 
with Disabilities Education Act (IDEA) are criti-
cal for persons with IDD, providing benefits, sup-
ports, and civil rights protections for their health 
and well-being [14]. However, service systems 
are largely siloed and uncoordinated and can be 
difficult to access. Some systems are set up to 
provide direct services to people with IDD; oth-
ers serve as gateways to needed services and sup-
ports. We describe here some key systems that 
aid transition among AYA with IDD.

Children and youth with IDD are covered 
from birth under the broad authority of the Social 
Security Act of 1935. The Title V of the Social 
Security Act provides funding to state maternal 
and child health (MCH) programs, which serve 
44 million women and children in the U.S.A. 
[15]. In 1989, the Maternal and Child Health 
Bureau (MCHB) outlined the need to develop 
population- based systems of care for Children 
and Youth with Special Health-Care Needs 
(CYSHCN) that are family-centered, commu-
nity-based, coordinated, and culturally compe-
tent. Today, in order to receive federal funds, 
each state must submit an annual standardized 
application to the MCHB for the Title V Maternal 
and Child Health Block Grant Program. Through 
a comprehensive process that identifies all poten-
tial MCH priorities, states and territories conduct 
surveys and analyze data to determine where they 
can have the most impact and need the most 
resources to address local MCH problems and 
challenges. A formula is used to determine fund-
ing allocations based on population size and need 
[16]. Virtually all states use these grants to fund 
programs that provide care coordination for 
CYSHCN, as well as diagnostic medical services 
and treatments. This includes making sure chil-
dren have access to programs by providing trans-
portation, translation, and other services.

In 2016, 15 national performance measures 
(NPMs) were selected to guide a major transfor-
mation process in the Title V Program, including 
one on transition: Increase the percentage of ado-
lescents with and without special health care 
needs who receive services necessary to make 
transitions to adult care. A total of 32 state Title V 
agencies subsequently selected transition as a 
NPM for their 5-year action plan. Those plans 
included a variety of evidence-informed transition 
strategies and interventions, such as the Six Core 
Elements for practice improvement, consumer and 
health-care professional education, and inter-
agency transition planning [17]. The National 
Survey of Children’s Health (NSCH), sponsored 
by the MCHB and redesigned for initial data 
release in 2017, will measure annually national 
and state transition performance among youth 
with and without special health-care needs ages 12 
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through 17. Detailed information about NPM per-
formance is available through the Child and 
Adolescent Health Measurement Initiative [18].

Another significant piece of legislation is 
Section 504 of the Rehabilitation Act of 1973, 
which complements provisions in the Social 
Security Act [19]. These Acts and their revisions 
dictate SSI benefits, which many people with IDD 
receive. Whereas child eligibility is based on a 
functional assessment, and impairment in two or 
more life areas is required to qualify, adult eligi-
bility is based on the ability to work. Many young 
adults with IDD will remain eligible under the 
adult rules but some may not. As such, reapplica-
tion for SSI benefits at age 18 is a critical transi-
tion process for this population (see Chap. 8).

Schools also play a pivotal role in shaping 
transition to adulthood for AYA with IDD. IDEA 
of 2004 states that a primary objective of special 
education is to “further education, employment, 
and independent living” [20]. The law requires 
schools to provide an Individualized Education 
Program (IEP) to each student with a disability 
and mandates transition activities. By age 16, the 
IEP must contain a statement of needed transition 
services along with a coordinated set of activities 
that promotes movement from school to post- 
school life, including postsecondary education, 
vocational training, adult services, independent 
living, and/or community participation. Each year 
the IEP team must develop, confirm, or update 
these goals and services [21]. For students with 
chronic medical conditions, Individualized 
Healthcare Plans (IHPs) help address items such 
as daily medication, nutritional needs, and ins-
tructions for medical emergencies during the  
school day.

The Developmental Disabilities Assistance and 
Bill of Rights Act (DD Act), authorized in 1963 
and last reauthorized in 2000, provides a number 
of programs to support individuals with IDD, such 
as the State Councils on Developmental 
Disabilities and University Centers for Excellence 
in Developmental Disabilities (UCEDDs) 
Education, Research, and Service [22]. The 
Administration on Developmental Disabilities 
(ADD) is the federal agency responsible for imple-
mentation and administration of the DD Act.

Most recently, growth in the Medicaid 
program has shifted the system of supports for 
people with IDD from one that is funded predom-
inantly by state funds to one that is funded pre-
dominantly by Medicaid—with joint federal and 
state funding [22]. Home and Community-Based 
Services (HCBS) Waivers are Medicaid pro-
grams that provide services in the home for per-
sons who would otherwise require institutional 
care in a hospital or nursing facility. Without 
waiver services being delivered in the commu-
nity, some AYA with IDD might not be able to 
live at home or receive needed supports in the 
workplace. Waivers provide specific services 
over and above those in the general Medicaid 
adult benefits package and are targeted to persons 
who demonstrate the need for a high level of 
care. Services typically include items such as 
personal care assistance, companion services, 
transportation, therapy, behavioral support, 
skilled nursing, durable medical equipment, and 
supported employment services. A care coordina-
tor is assigned to the Medicaid waiver enrollee to 
assist with access to community services. There 
is significant variation across states in Medicaid 
waiver eligibility, and enrollment is typically 
capped; that is, once enrollment reaches a speci-
fied number or dollar threshold, waiting lists are 
created [23, 24].

 Patient Preparation

Vignette 1
AH is a 19-year-old woman with autism spec-
trum disorder and intellectual disability brought 
in by her mother for a routine health maintenance 
visit. She has been doing well, and transition to 
adulthood-related milestones has been discussed 
for the last several years. Despite AH’s cognitive 
and communication limitations, she has been 
included in transition-related discussions over 
time utilizing assistive technologies. Her mother 
is employed by a local community service agency 
and has counseled other families as they 
encounter transition-related issues on a wide 
variety of topics, including medical transition. 
Guardianship has been obtained and AH’s mother 
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is her medical decision-maker. AH has several 
health-related issues that require consideration. 
Her family are Jehovah’s Witnesses and have 
declined blood transfusions. This became an 
issue in the past when AH swallowed a caustic 
substance at school that caused significant dam-
age to her esophagus and limited swallowing of 
all solid foods and liquids for a period of time. 
Several surgeries were required to place a gas-
trostomy tube and reconstruct her esophagus. 
While she has fully recovered from this episode 
of illness, she will occasionally develop strictures 
in her esophagus that require dilation evidenced 
by increasing difficulty with swallowing solid 
foods. Today you discuss transfer to an adult 
practice with AH and her mother. You anticipated 
this conversation would go smoothly when you 
prepared for the visit because AH is doing well 
and her mother is considered a transition expert 
in the community. As you launch into a transfer 
discussion, suggesting a well-prepared adult 
practice, AH’s mother bursts into tears. She can-
not believe that, after all they have been through, 
a transfer would be considered so early. What 
went wrong? What do you do next?

This case example illustrates a number of key 
points when considering transition and transfer 
for patients with intellectual disabilities. First is 
the importance of health maintenance over time 
as an opportunity to build relationships, discuss 
transition concepts gradually, and understand 
family strengths. This case may have proceeded 
differently if the provider had accurately assessed 
the parent’s readiness to discuss a transfer of 
care. People with IDD have many transitions in 
their lives from early childhood through adult-
hood as they progress from early intervention 
services through school systems. Frequently, 
strengths and contributions of young adults with 
IDD are overlooked due to perceived lack of abil-
ity to understand and participate in the process. It 
should not be expected for youth with IDD and 
their families to make transfers quickly [25, 26].

Youth with IDD have indicated that the rela-
tionship with their medical provider involves 
considerable trust. A transfer should not be forced 
based on chronological age but instead facilitated 
when preparation has been adequate for everyone 

involved—the provider, the family, and the 
young adult [27]. Many resources available to 
facilitate transition are grounded in assumptions 
about the cognitive ability of the young adult. 
The relationship that a clinician has with his or 
her patient is an essential component to deciding 
how to adapt currently available tools so that the 
young person has maximal ability to participate 
meaningfully. Accessing neuropsychological test 
results during the time of transitioning may also 
help clinicians understand how to communicate 
best with their patients and maximally involve 
them in the transition process.

There has been increasing acknowledgment of 
the need for guidance specific to working with 
patients with IDD. In 2016, a collaborative effort 
among the American College of Physicians, the 
American Academy of Pediatrics, and the 
American Academy of Family Physicians 
resulted in the development of useful tool kits 
available online [28]. These resources are free 
and can be accessed using the link provided in 
our references. Altman et al. [29] have provided a 
useful timeline for youth with disabilities to 
guide transition. Using their model, one might 
consider a logical time for transfer to an adult 
provider in the early 20s as opposed to late teens, 
as might be considered for typical youth.

Another important consideration is to not 
focus exclusively on the IDD diagnosis but to 
also give attention to other aspects of the past 
medical history that may be currently resolved 
but will require ongoing management. The provi-
sion of care within a medical home is complex. 
Multiple items on a problem list may be managed 
in primary care with periodic help from special-
ists, or specialists may take the lead requiring 
increased care coordination in primary care to 
avoid duplications or gaps in care. AH’s case 
illustrates just such a situation. Ideally the pediat-
ric provider would specify the management plan 
and additional physicians that need to be involved 
now and in the future. This is especially  important 
if a pediatric specialist is involved only periodi-
cally since the need for intervention may not 
come for several years. The following questions 
should be addressed prior to transfer to a new 
adult provider: Does the family establish care 
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with a new adult specialist now while asymptom-
atic? Do they wait until there is a problem and 
then go to the ED with comprehensive notes? 
How does the primary care clinician facilitate 
participation of specialists in a transfer to col-
leagues? Are there differences in how care is 
organized in adult settings that would be impor-
tant to explore so that patients and families are 
not faced with an emergency to navigate on their 
own? The answers to these questions will be spe-
cific to individual communities, medical systems, 
and insurance restrictions in place at the time of 
transfer. Best practices have been proposed to 
ease the burden of care coordination and improve 
collaboration and co-management between pri-
mary and specialty cares [30, 31].

 Addressing the Needs of the Family

Germane to any discussion of patient preparation 
for transition is a recognition of the role and 
needs of parents and caregivers. This is espe-
cially true among the IDD population, where the 
demands are typically long term and different 
from caring for someone with fewer physical and 
behavioral health issues. The pervasive and often 
complex needs of patients with IDD can follow 
an unpredictable course, requiring an extensive 
variety and range of caring activities [32]. A par-
ent’s sense of duty, concern over loss of control, 
fear of the unknown, and wariness at the possibil-
ity of a child with IDD leaving home can contrib-
ute to a significant emotional impact [33]. As a 
result, entry to adulthood is just as challenging 
for families as it is for the AYA with IDD, per-
haps more so.

In this case, AH’s mother is presumably better 
equipped than most in planning for transition, 
given her professional role in counseling other 
families. Her emotional response to a discussion 
about actual transfer of care for her daughter was 
surprising to the provider. Certainly, the reality of 
leaving a supportive, trusting relationship with 
her child’s pediatric provider was distressing to 
her. She was also confronting a final step in “let-
ting go” of her daughter’s childhood and allow-
ing AH to step into the adult world. Beyond these 

unnerving tasks, a multitude of factors may cre-
ate concerns for caregivers like AH’s mother.

Up to this point, the adolescent’s life has often 
been orchestrated by parents. Reaching the age of 
majority (18 years in most states and jurisdic-
tions) means an individual has the right and 
responsibility to make certain legal choices about 
finances, education, and health care. Some young 
adults with IDD need support in making mean-
ingful legal decisions. While several levels of 
decision-making assistance are available based 
on individual capacity, guardianship has been 
established in this case, and AH’s mother is her 
medical decision-maker. An alternative, newer 
approach for considering the legal capacity of 
persons with IDD is called supportive decision- 
making (see Chap. 30). This model starts with the 
premise that everyone, even those with the most 
significant disabilities, has the ability to make his 
or her own decisions, though some people need 
more support than others. Members of a person’s 
support network (informal and/or formal) can 
provide information and advice to help the indi-
vidual with decision-making. With supportive 
decision-making, the person with IDD is the pri-
mary decision-maker; there is no hierarchy of 
capacity, only varying levels of support [34, 35]. 
As parents age, their ability to coordinate and 
provide care will diminish. In AH’s case, transfer 
of guardianship from AH’s mother will need to 
be addressed at some point in the future.

Further, in-home support from other family 
members can vary drastically over time. For 
example, siblings who may have been helpful in a 
caregiving role may move out of the family home 
to establish their own life trajectories. Similarly, 
grandparents who may have assisted are becom-
ing care recipients themselves. Parents may be 
approaching their own retirement age, yet their 
caregiving role can remain as demanding and, in 
some cases, more demanding than ever. For some, 
these changes coincide with an escalation in prob-
lematic behaviors exhibited by the individual 
with IDD, with the behaviors becoming increas-
ingly more difficult to manage as the adolescent 
matures to an adult height and weight [36].

Also pertinent to this case are the family’s 
religious and cultural beliefs. As Jehovah’s 
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Witnesses, AH and her family had experienced 
the medical impact of declining blood transfu-
sions. Providers should ensure that the family’s 
values and preferences are considered and hon-
ored throughout the process. For example, cul-
tures vary dramatically in the way they approach 
sexual health. Given the high risk for individuals 
with IDD to be sexually abused and/or inappro-
priately act on their sexual impulses [37], care-
givers and providers need to be prepared for the 
expression of sexual feelings and desires among 
AYA with IDD as they mature.

The issue that creates the most fear and anxi-
ety among families of individuals with IDD is 
planning for life after the caregiver has died. 
Common questions are as follows: Where will 
they live? Do they have the skills they need to 
live without me? Will they be well supported? 
Will they have friends and be happy or will they 
be socially isolated? Will they have a good life? 
[36]. As AH’s mother has counseled other par-
ents, these concerns can be somewhat amelio-
rated by starting early with development of a 
person-centered future plan, integrating it with 
the health-care transition plan (which may 
already address key social and adult service 
items), and updating it regularly to focus on the 
patient’s preferences and desires. The planning 
process can help identify the skills, resources, 
and services needed to optimize the individual’s 
quality of life over the lifespan, including hous-
ing and community living options (e.g., family 
home, group home, intermediate care facility), 
eligibility and access to public benefits (e.g., 
Social Security/SSI, Medicaid HCBS waivers), 
education and employment (e.g., vocational 
rehabilitation), and long-term financial security 
(e.g., special needs trust, state-sponsored savings 
accounts for people with disabilities). Acquisition 
of self-management skills is integral to maximiz-
ing personal independence and self- determination 
in adulthood. Because individuals with IDD 
often require directed instruction, specific learn-
ing strategies (e.g., modeling, role play, visual 
cues), and frequent practice in order to master 
self-care skills, it is critical for plans to include 
developmentally appropriate learning 
opportunities.

Any of these issues, along with others outlined 
in Table 32.1, could have contributed to the vis-
ceral response exhibited by AH’s mother during 
the office visit. It is also possible that she neglected 
or underestimated her own need for emotional 
and physical support. Despite her extensive 
knowledge about the transition process, was she 
adequately prepared with coping strategies to 
counteract the stressors of daily caregiving and to 
prevent burnout? Health professionals involved in 
the provision of care to AYA with IDD can assist 
parents and caregivers by encouraging them to 
use formal and informal supports—such as respite 
care, support groups, social networks, and stress 
management training—and reminding them to 
pay attention to their own health needs. Though 
we have focused here on the challenges facing 
parents and caregivers during transition, many 
embrace their role, finding it an extremely reward-
ing endeavor that brings purpose to their lives. 
Given the complex and ever-evolving dynamics 
of family relationships, transition preparation 
should be proactive, deliberate, and attentive to 
the health and well- being of both AYA with IDD 
and their caregivers.

 Provider Education and Training

Vignette 2
Dr. Z is a pediatrician in a busy metropolitan prac-
tice. She has a number of young adults with intel-
lectual disabilities whom she has cared for since 
they were babies and has begun to think about 
transition-related quality improvement activities 
for her practice. While she is comfortable with 
most aspects of their care, issues of sexuality, 
resources for adults in the community, and routine 
examination and screening for adults have not 
been part of her professional training. She is con-
cerned that she may miss something that could be 
handled proactively by a clinician trained in adult 
medicine. She has yet to identify a partner in adult 
medicine who is interested in her patients. She 
wants someone with the medical knowledge nec-
essary to care for adults while also understanding 
the special considerations her patients need, such 
as more time for appointments, communicating 
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with care givers, and modified exams to ensure 
comfort and full participation. She worries about 
polypharmacy in her patients, especially with 
regard to behavior management, since medica-
tions may have unintended side effects of decreas-
ing functional skills needed for independence. 
She seeks someone from her local disability advo-
cacy association to present at her practice to guide 
her and the office staff in helping their young 
adult patients move toward adulthood.

A core factor in the successful transition from 
pediatric to adult medical care is collaboration 
among clinicians. Even for the most savvy young 
adults, transfers of care involve risk for many rea-
sons. Patients may not fully understand the new sys-
tem and how to get their needs met, leading to 
unnecessary hospitalizations, medication errors, 
gaps in care, and use of the emergency department 
as a default when things go wrong [38]. Physicians 
and other clinicians have a responsibility to ensure 
that their contribution to the transition/transfer pro-
cess is met. Clinicians who care for adults and chil-
dren still have significant roles in transition. All of 
the transition competencies that have been published 
pertaining to transition for this group apply with the 
exception of transfers of care to new providers. For 
patients who see a number of providers, some may 
change while others will not. The practice responsi-
ble for care coordination will have the task of orga-
nizing which providers are involved and their role 
throughout the transition process. This section will 
focus on specific aspects of provider preparation that 
are unique to caring for patients with IDD. Table 32.2 
is a summary of items to consider.

Adequate preparation of health-care profes-
sionals to care for individuals impacted by intel-
lectual disability is needed. University Centers 
for Excellence in Developmental Disabilities 
(UCEDDs) were established in 1963 and “have 
worked towards a shared vision that foresees a 
nation in which all Americans, including 
Americans with disabilities, participate fully in 
their communities” [39]. Their core functions 
include service provision (including technical 
assistance, community education, and direct ser-
vices), research, and information dissemination. 
UCEDDs have focused on preservice training for 
health-care professionals. There are resources 
available through partners in each state that can 

be accessed for health profession students in 
multiple disciplines.

Medical education has not been at the fore-
front of training providers to care for people with 
IDD, although nursing has made specific training 
for this patient population a priority [40]. There 
are a number of barriers that help explain this. 
Most importantly, the breadth and scope of medi-
cal curricula subject matter make focused work 
in this subject area challenging. Recently there 

Table 32.2 Considerations for pediatric and adult clini-
cians as they prepare AYASHCN for transition

• Foster health literacy and independence among 
parents and patients to develop skills that translate 
well between pediatric and adult health-care settings

• Proactively prepare for transfers to coordinate labs, 
procedures under anesthesia, and specialty referrals 
that are easily done in pediatric settings. If 
problematic behaviors are present, consider a 
referral to a psychiatrist to review the role of 
medication vs behavioral management strategies in 
these situations

• Communicate with other team members about a 
planned transfer, with regular reminders

• Think about important facts to be included in a 
transfer note to adult providers, including religious 
preference, choices around sexuality, strategies for a 
successful office visit, aggressive behaviors that 
may have been noted and triggers for these 
behaviors, and advanced directives

• Address issues with office staff who are not 
comfortable with patients who have IDD. Training 
may be needed to recognize troubling behaviors and 
to know how to enact a safety plan if aggression 
occurs

• Assess whether or not staff are familiar with how to 
refer to community resources such as understanding 
options for access to transportation, employment, 
and housing

• Develop an understanding from the patient 
perspective about the potentially intense feeling of 
loss in leaving pediatrics, and learn how to be 
supportive and understanding during the process of 
establishing adult care

• Articulate the differences in culture between 
pediatric and adult medicine so that patients and 
families understand expectations prior to transfer

• Build in office flexibility when interacting with 
caregivers/families of adults with IDD to account 
for variances in the degree of caregiver involvement 
in decision-making and communication

• Assess and improve, if necessary, skills to 
communicate effectively with persons with IDD, 
including familiarity with alternative 
communication/assistive technologies
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has been interest in integration of specific devel-
opmental disability content into existing medical 
student curricula. Efforts are being led by the 
National Curriculum Initiative in Developmental 
Medicine (NCIDM), in partnership with the 
American Academy of Developmental Medicine 
and Dentistry (AADMD), Special Olympics 
International (SOI), and Alliance for Disability in 
Health Care Education. Postgraduate education 
does not have the same level of focused resources, 
although there are examples of excellent pro-
grams implemented in residencies around the 
country.

This chapter is not a comprehensive resource 
to guide curriculum development effort; however 
Table 32.3 summarizes important provider prep-
aration activities specific to the care of patients 
with IDD. The integration of a young adult with 
IDD into an adult practice also deserves specific 
mention. Table 32.4 summarizes the Got 
Transition best practice recommendations for all 

young adults completing a transfer in care and 
should be also used for patients with IDD and 
their families.

Table 32.3 Summary of suggested IDD-specific training 
content

• Provide patient-centered care as it relates to people 
with IDD

• Avoid making assumptions about functional skills 
based on cognitive test results

• Learn how to document functional and behavioral 
status at baseline so that changes can be recognized

• Learn how behaviors may be communicative about 
physical health status

• Always talk to the patient and not just the caregiver

• Become familiar with the Americans with 
Disabilities Act and implement best practices

• Address sexuality and reproductive health at routine 
intervals

• Avoid polypharmacy

• Learn how to modify physical examination skills, if 
needed, to account for differences in attention, 
sensory sensitivity, and physical mobility

Table 32.4 Tips for integrating transition-age patients with IDD into adult-oriented clinical practice

Staff training Pre-visit During visit Post-visit

Arrange in-service to 
discuss:

– “People-first” 
language

– Supported 
decision- making

– IDD life 
challenges

Review the Six Core 
Elements

Speak directly to patient Consider more frequent 
office visits

Identify office 
champion

Request patient 
records and condition 
information from 
pediatric provider

Identify caregiver(s) and role(s) Consider follow-up 
phone call to review 
plan of care

Identify legal decision-maker; if 
needed, secure patient approval to 
share HIPAA-protected information 
with specified caregivers/family 
members

Elicit feedback from 
patients with IDD

Identify 
communication status 
and need for special 
accommodations

Provide orientation to office/practice Follow up with 
pediatric provider; 
request “reverse 
consultations”

Schedule adequate 
visit time

Provide same standard of care as 
“typical” patient

Elicit feedback after 
first visit from both 
patient and caregiver

Implement the Six Core Elements

Pay special attention to identification 
of appropriate adult specialists

Source: Adapted from Cooley and Cheetham, Got Transition, The National Alliance to Advance Adolescent Health, 
2015, http://www.gottransition.org/resourceGet.cfm?id=367
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 Clinical Implications

People with disabilities are generally healthy, and 
one should not expect a decline in health and 
function over time to be more than that experi-
enced by the general population. Therefore, clini-
cians must have an index of suspicion for such 
conditions, which may have onset in late adoles-
cence or adulthood or be insidiously progressive. 
Conditions may include progression of pathology 
or impairment, either through complications or 
through the aging process. There is a need for 
health-care clinicians to adopt a health and well-
ness paradigm for patients with IDD rather than 
waiting for illness/injury to occur. If a patient has 
a known underlying diagnosis, this information 
may be utilized to guide medical evaluation and 
screenings during the transition process.

While physical health may be the predominant 
focus of many medical visits, behavioral health is 
just as important. It is estimated that 20–40% of 
children and youth with IDD need support in 
order to manage self-injurious, disruptive, 
destructive behavior or behaviors linked to psy-
chiatric disturbances [41, 42]. Despite the preva-
lence of behavioral health needs, most medical 
providers feel poorly equipped to meet these 
needs. Many communities experience shortages 
of behavioral health providers. The additional 
expertise and training needed to comprehen-
sively manage mental health challenges in the 
IDD population are even more scarce. The impor-
tance of management of behaviors cannot be 
understated for the individual’s quality of life and 
the safety of others. A young adult’s choices for 
where, how, and with whom they spend their 
time may be heavily influenced by how their 
behavior is understood and managed.

Aberrant behavior can be due to many factors 
including attempts at communication, response 
to confusing signals, self-stimulatory behaviors, 
or sensory drive. They can be repetitive, stereo-
typical, self-injurious, or an exaggerated or 
unusual expression of emotion. It is important to 
not prematurely attribute such behaviors to 
emerging mental illness or blame all behaviors 
on the intellectual disability. Initial evaluation of 
problem behaviors requires the recognition of 

antecedents and consequences, context, and 
 timing. The onset, frequency, and duration of the 
behavior are important to note. The provider will 
need to determine if the problem is situational or 
pervasive. Is there a temporal relationship to 
activities of daily living or tasks requiring higher 
demands of attention and effort? Are other medi-
cations or supplements contributing to the inci-
dence of the behavior? The presence of 
psychological stressors, which can include 
transition- related activities, can be a trigger for 
escalating problems.

Once a comprehensive behavioral history has 
been performed, the clinician must explore 
whether an underlying medical condition exists 
to help explain the behavior. A review of systems 
approach is suggested as one way to organize 
such an evaluation. Be sure to include inspection 
of the mouth and teeth as pathology is often pres-
ent in individuals who do not tolerate routine 
dental care without sedation. Growth charts allow 
for detection of weight loss or gain and labora-
tory or radiographic evaluation may be needed. 
When communication is impaired, the clinician 
should not hesitate to order additional tests even 
when these are not deemed necessary for the gen-
eral population. If sedation is needed for these 
tests, this presents an opportunity for less well-
tolerated exams to take place simultaneously, 
such as comprehensive dental, eye, hearing, or 
pelvic evaluation.

There is no one best approach to treatment for 
young adults with IDD who present with behav-
ioral disorders. A general hierarchy has been 
suggested that considers the least invasive strat-
egy first in an effort to minimize medications 
and restore the patients to their most indepen-
dent level of functioning [43]. Start with a review 
of all medications and supplements that could 
cause behavioral issues via direct mechanism of 
action or side effect. If a psychiatric medication 
is indicated, look critically at the medication list 
to avoid polypharmacy. A behavioral approach is 
suggested first. Environmental modifications 
may be helpful. In that successful interventions 
in the environment will hinge on having an accu-
rate history, consider going back to review the 
behavioral history to be sure no details have 
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been missed. If the behaviors are not well 
 controlled, despite best efforts at behavioral or 
environmental modification, consider other psy-
chiatric conditions. Medications may be used for 
symptom management or for the treatment of 
psychiatric illness. Collaboration with a psychia-
trist may be needed. If the community is fortu-
nate to have professionals trained in behavioral 
modification with experience treating patients 
with IDD, these professionals may also be 
tapped as partners.

As recently as 10 years ago, the cause for 
intellectual disability was unknown in most 
cases. Young adults coming of age today may 
bring much more information to their medical 
providers in the form of genetic test results than 
was previously possible. In many cases, this 
information leads to greater efficiency and effec-
tiveness in health-care provision due to having an 
accurate diagnosis. The provision of accurate 
information, including natural history and recur-
rence risks, hinges on the underlying cause. 
Screening for commonly co-occurring comor-
bidities can be directed by knowing the genetic 
syndrome involved. There are an increasing 
number of conditions that have published man-
agement recommendations that may prove help-
ful for clinicians. The reader is directed to the 
GeneReviews (https://www.ncbi.nlm.nih.gov) 
published by the National Center for 
Biotechnology Information to search for infor-
mation on specific clinical conditions. At the time 
of this writing, the GeneReviews has published 
687 peer-reviewed chapters intended to be clini-
cally relevant management resources for practic-
ing clinicians.

While busy clinicians need online tools to 
help focus intervention for specific patients, the 
opportunity to discuss community-specific strat-
egies and resources can be helpful. One major 
barrier for practicing pediatric clinicians with 
interest in transferring patients to adult providers 
is knowing how to access partners. Community 
education events facilitate the formation of these 
relationships and meet the clinician’s need for 
continuing education. The role for public health 
in this activity is an opportunity for states to 
explore.

Adults with IDD should receive the same 
quality health care and have the same opportuni-
ties for normal development throughout their 
lifetimes. Decisions regarding health and life 
should be person-centered whenever possible. 
The individual with IDD and their family should 
continue to be active partners in the interdisci-
plinary team. Preventative health guidelines 
should be followed except when specific guide-
lines for specific conditions exist. More informa-
tion is needed to describe the health and life 
experiences of adults with specific conditions 
resulting in IDD.

 Cross-System Collaboration

The complex needs of individuals with IDD will 
necessitate access to many systems throughout 
their lives. Acknowledging the lack of integration 
of these systems, policy makers and profession-
als have stressed the importance of adopting 
broad-based partnerships across systems to 
ensure successful transition to adulthood [44]. In 
2013, the AUCD published a report to promote a 
coordinated, interdisciplinary transition planning 
process for AYA with IDD [45]. In 2015, the 
Federal Partners in Transition Workgroup, com-
prised of representatives from the Departments 
of Education, Health and Human Services, and 
Labor and the Social Security Administration, 
outlined five overarching strategies to enhance 
interagency coordination and improve outcomes 
for students with disabilities [44]. In their 2020 
Plan, the Workgroup highlighted the need for 
agencies to work collaboratively to prepare AYA 
and provide services for health-care manage-
ment, high school graduation, postsecondary 
education, vocational training, and/or employ-
ment. Initiatives such as the Youth Transitions 
Collaborative and National Youth Transitions 
Center [46] and briefs like A Young Person’s 
Guide to Health Care Transition, published by 
the National Collaborative on Workforce and 
Disability for Youth [47], further the goals set 
forth in the 2020 Plan.

The integration of federally mandated educa-
tional transition planning (e.g., IDEA) and health-
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care transition planning has important implications 
for AYA with IDD. By including health-care self-
management and health literacy activities in 
classroom instruction, IEPs, and IHPs, educators 
can better meet their mandate to prepare students 
for postsecondary life, work, and independent liv-
ing. Special education classes generally offer a 
comfortable and safe learning environment in 
which students with disabilities up to age 22 can 
model and practice new skills. There is evidence 
that schools provide an effective setting for other 
psychosocial and behavioral interventions such as 
prevention of drug, alcohol, and tobacco use [48]. 
For students with IDD, directed instruction and 
frequent practice in a school setting can provide 
critical learning opportunities that they might not 
experience otherwise.

Concurrently, health-care providers can offer 
more than the expected health forms for school 
participation and services. Physicians working 
with schools can provide valuable inputs to the 
student’s educational team, including providing 
diagnostic/behavioral consultation and advocat-
ing for appropriate programming. No matter how 
much team building is accomplished, there will 
likely be an attitude of the “consultant as out-
sider” when providing advice to schools or other 
organized entities. It is important to recognize 
that while a medical provider can offer sugges-
tions, others within the education team will be 
responsible for adopting and implementing those 
recommendations [49].

A number of programs have been developed to 
promote increased collaboration between educa-
tion and health care. Research-based classroom 
curricula that teach secondary and postsecondary 
students with disabilities about health-care transi-
tion are available to schools [50], including some 
designed especially for low-literacy students with 
IDD [51, 52]. There are web-based training pro-
grams for teachers and school administrators that 
provide guidance for integrating health-care self-
management skills in IEPs, IHPs, and classroom 
instruction [53–55]. The University of Florida has 
developed a certificate program for graduate stu-
dents and professionals interested in bringing 
health-care providers and educators together to 
help youth with special health-care needs manage 

their health, navigate the adult health-care system, 
and self-advocate for their health needs [56]. To 
help facilitate adoption of a collaborative transi-
tion planning model, consideration should be 
given to increased utilization of teleconferencing 
technologies for joint meetings (e.g., telehealth 
platforms) and the development of a single, vali-
dated transition preparation and planning tool that 
can be promoted widely and integrated across 
organizations. Table 32.5 below lists some cross-
system resources currently available to assist 
AYA, families, and professionals.

 Conclusion

People with intellectual and developmental 
disabilities represent a varied population in 
their level of functioning and medical needs. 
This presents a refreshing challenge to pro-
viders who welcome the opportunity to build 
their skills while also working with patients 
for whom they can make a significant differ-
ence in their quality of life. This chapter has 
highlighted rewards and challenges inherent 
in working with this patient population. The 
fragmented systems that must be navigated 
are often frustrating. Clinicians are in a posi-
tion to significantly advocate for streamlin-
ing resources, which can lead to better 
efficiency and ease of use for patients and 
their families. Our hope is that the resources 
provided, especially the websites that can be 
referenced over time, will provide guidance 
not readily available outside IDD-specific 
training programs.

Transition can be a time of vulnerability for 
both patients and families. The chosen vignettes 
in this chapter highlight common, real-life sce-
narios to illustrate road blocks that frequently 
derail well-intended efforts. Solutions are sug-
gested; however, the relationship a clinician has 
with his/her patient and family members is the 
cornerstone upon which successful transition 
plans hinge. Without reciprocal trust and part-
nership between patients, clinicians, and their 
families, one should not expect for transition 
into adulthood to be a time of celebrating great 
accomplishment. Clinicians working primarily 
with adults often have a steep learning curve 
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and fewer resources to support the integration 
of young adults into their practices. Establishing 
new trusting partnerships with families takes 
time. Opportunity exists for community organi-
zations, including public health systems, to col-
laborate with adult providers in order to develop 
and support best practices that ensure success 
for all youth. Systems will need to be evaluated 
and integrated in order to leverage the greatest 
impact. While the costs in terms of time and 
effort need consideration, investment should be 
seen as an improvement for all patients and 
their families, not just for youth with IDD.
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Case 1: Roxana

Roxana is an 18-year-old female with cys-
tic fibrosis who is several years post-lung 
transplant with chronic rejection and who 
is admitted to the pediatric hospital with 
acute-on-chronic respiratory failure and 
malnutrition requiring high settings on 
noninvasive positive pressure ventilation 
and total parenteral nutrition. Besides her 
severe dyspnea and anxiety, Roxana has 
myriad psychosocial stressors including 
divorced parents who do not get along and 
who each consider themselves to be the 

“main caregiver and decision-maker” for 
Roxana. Before hospitalization, Roxana 
was in the midst of transition to an adult 
Cystic Fibrosis Center.

Palliative care issues for Roxana 
include:

• Distressing symptoms including dys-
pnea and anxiety

• Psychosocial stressors
• Care coordination between pediatric 

and adult providers
• Complex medical decision-making with 

progressive illness and multiple poten-
tial decision-makers including the 
patient and each of her parents

• Need for advance care planning

The pediatric pulmonary team manages 
her respiratory support, secretion control, 
and nutrition, while the palliative care 
team initiates opioids for her dyspnea with 
good effect. Over the weeks that she is in 
the hospital, the palliative care social 
worker, chaplain, and bereavement spe-
cialist are able to establish a therapeutic 
alliance with Roxana and discuss advance 
care planning with her. She does not want 
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 Definition

Palliative care is an approach to caring for 
patients and families facing life-threatening ill-
nesses that focuses on improving quality of life 
through prevention and relief of suffering that is 
physical, psychosocial, emotional, and spiritual 
[1]. Palliative care focuses on mitigating the pain 
and other distressing symptoms; aiding the 
patient and family with education, coping, grief, 
and bereavement; and assisting the patient, fam-
ily, and healthcare team with elucidating patient 
and family values and goals, communication, 
complex medical decision-making, and advance 
care planning.

 Indications for Palliative Care

Palliative care is for patients at any age and at any 
stage of illness, whether that illness is curable, 
chronic, or life-threatening. Patients do not have 
to be at the end of life to receive palliative care. 

Multiple national healthcare organizations 
including the American Academy of Pediatrics, 
the Institute of Medicine, the National Quality 
Forum, and the National Institutes of Health have 
identified palliative and end-of-life care as 
national priorities with a focus on integrating pal-
liative care into the care of patients with chronic, 
advanced illnesses [2–4].

There are no specific diagnoses that necessi-
tate palliative care involvement; rather patients 
with many diseases in varying stages can have 
palliative care needs. It is important to note that 
many studies have highlighted children who 
could benefit from palliative care including those 
with neuromuscular disorders, congenital anom-
alies, and cystic fibrosis. Many of these diseases 
carry life expectancies well into adulthood [5–7]. 
Table 33.1 lists some common indications for 
palliative care referral, but is not exhaustive.

 Provision of Palliative Care

Every medical provider should provide palliative 
care to the extent of his/her abilities and comfort. 
Primary palliative care refers to basic skills and 
competencies required of all healthcare providers 
in basic aspects of palliative care relevant to com-
plex chronic illness, including pain management, 

Table 33.1 Indications for palliative care

Medical Pain management
Other symptom management  
(e.g., dyspnea, agitation, secretions, 
nausea)
Prognostication
End-of-life management

Psychosocial- 
spiritual

Communication (e.g., elucidating 
patient and familial goals of care)
Coping
Grief
Bereavement

System-based Complex medical decision-making 
(e.g., deciding on technology 
implementation)
Advance care planning
Transitions of care (e.g., hospice 
referral)
Care coordination

to go home as she feels she will upset the 
parent to whose house she does not go and 
she does not want to be intubated, despite her 
mother insisting that she “shouldn’t give up.” 
The healthcare teams are able to document 
her wishes with Voicing my Choices and help 
her communicate them to her family.

Roxana’s condition deteriorates soon 
thereafter and she dies comfortably in an 
inpatient hospice unit. The family was 
grateful for the mediation and to have a 
written document of Roxana’s final 
thoughts and wishes.

This case highlights how palliative care 
may benefit adolescents and young adults 
with special healthcare needs (AYASHCN) 
in transition through its interdisciplinary 
team and approach to care and focus on elu-
cidating patient and family values and goals 
and enhanced communication strategies.

J. A. Jarrell et al.
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communicating difficult news, and advance care 
planning.

Referral to a specialist or center for pallia-
tive care should occur when the limit of the pri-
mary provider has been reached. Higher levels 
of palliative care are commonly accomplished 
through an interdisciplinary team comprised of 
nursing, social work, child life, chaplaincy, 
counselors, volunteers, administrators, and 
physicians with the patient and family at its 
center (Fig. 33.1).

Primary palliative care should take place in 
the context of every patient-provider relation-
ship, regardless of place. Specialty palliative care 
can take place in the hospital, post-acute facility, 
outpatient setting, or at home [8].

 Timing of Palliative Care

Early implementation of palliative care can 
improve patients’ symptom control, decrease 
healthcare utilization, and prolong life [9, 10]. 
The components of palliative care should be 
offered at the time of diagnosis of a life- 
threatening condition and continue throughout 
the course of the illness, whether the outcome is 

cure or death. Palliative care can be provided 
alone or alongside efforts to cure illness and/or 
prolong life, as appropriate and desired [3].

 Role of Palliative Care as AYASHCN 
Transition from Pediatric to Adult 
Care

 Population

Over one quarter of adolescents and young 
adults (AYA) have a special healthcare need 
and approximately 700,000 adolescents trans-
fer to adult-based care per year [11, 12] trans-
lating into millions of AYA in the United 
States with a chronic condition who are cur-
rently transitioning to adult-based care [13]. 
Of this population, an unknown but significant 
proportion may benefit from palliative care.

 Addressing Physical Needs

In transition, there can be many providers and 
teams with different areas of focus so that some 
needs of the AYASHCNs may be overlooked. 
Primary and subspecialty adult providers may 
not be knowledgeable about or comfortable with 
symptom assessment and palliative care treat-
ment, particularly if pediatric methods of assess-
ment and treatment are warranted, or with unique 
symptom management strategies such as integra-
tive medicine techniques (see Case #2). Palliative 
care teams are expert in assessing and treating 
distressing symptoms associated with chronic ill-
ness such as pain, dystonia, dyspnea, secretions, 
anxiety, and agitation in developmentally appro-
priate and holistic ways.

Many AYASHCN may be technology depen-
dent due to their underlying disease process. 
Palliative care teams can assist in technology 
procurement and management and decision- 
making related to technology implementation, 
particularly as patients transition from pediatric- 
to adult-based care when resources may be in 
flux as discussed in Case 2.

Patient
&

Family 

Chaplain

Social
Worker

Nurse

Physician

Child Life

Volunteer

Counselor

Adminis-
trator

Fig. 33.1 Palliative care interdisciplinary team with the 
patient and family at its center
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 Complex Medical Decision-Making

Some AYASHCNs are cognitively impaired or 
have insufficient coping and decision-making 
skills requiring help and/or support with complex 
medical decision-making and advance care 
planning.

Complex medical decision-making is the col-
laborative process by which patients, families, 
and healthcare teams make decisions regarding 
specific aspects of care including if and when to 

implement assistive technology (tracheostomy, 
ventilator support, gastrostomy, etc.), certain 
medications, and therapies as well as overall 
direction of care. This process can be emotion-
ally difficult for patients, families, and healthcare 
providers. Palliative care teams can help eluci-
date patient and family goals of care and align 
them with healthcare team recommendations 
through shared decision-making [14, 15] (see 
Fig. 33.2).

These decision-making processes can be com-
plicated during transition when the patient has 
more legal responsibility but may lack insight or 
emotional ability to fully participate in decision- 
making. Often parents have been the primary 
medical decision-makers, and transitioning deci-
sions to the patient can be difficult for all parties 
[15, 16]. Pediatric palliative care teams are expert 
in developmentally appropriate communication 
with patients and can help navigate these discus-
sions with families and healthcare teams. Adult 
palliative care teams may lack experience in 
these areas and may need to consult with pediat-
ric colleagues or psychosocial team members to 
assess patients’ ability and readiness for 
decision-making.

Shared 
Decision
Making

Healthcare
Team

Medical
Recommendations

Patient and
Family Values

and Goals

Fig. 33.2 Shared decision-making is the alignment of 
patient and family values and goals with healthcare team’s 
medical recommendations

Case 2: Deborah

Deborah is a 21-year-old female with a 
connective tissue disorder, chronic pain, GI 
dysmotility necessitating chronic intrave-
nous nutrition, visceral hyperalgesia, dys-
autonomia, progressive weakness, and 
anxiety. She is cognitively intact but reliant 
on her parents for care, support, and trans-
portation. As she transitions to an adult 
primary care physician, gastroenterologist, 
and neurologist, her pediatric palliative 
care team remains intimately involved in 
her care to assist with her chronic pain and 
anxiety. Specifically, she requires pediatric 
pain assessment tools such as pictorial 
self-reports and behavioral/observational 
assessments. Deborah is on large metha-
done and gabapentin doses and does well 
with music therapy and aromatherapy as 
adjuvants for pain and anxiety. Her adult- 
based care team is unfamiliar with these 
assessment techniques, large medication 
doses, and how to incorporate integrative 
medicine and appreciates the palliative 
care guidance and education. The pallia-
tive care team is also able to assist with 
transitioning her durable medical equip-
ment and home nursing agencies to ones 
that are adult-based and educating these 
homecare teams them on the unique aspects 
of Deborah’s care.
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 Advance Care Planning

Advance care planning (ACP) is the process that 
clarifies an individual’s wishes regarding their 
care in the event of illness or death. An advance 
directive (AD), sometimes referred to as a living 
will, refers to the document(s) that contain the 
wishes of the patient. ACP gives guidance to 
family members, friends, and healthcare provid-
ers in what can be a difficult time or situation. 
Additionally, it can provide patients with a sense 
of control and peace regarding their future health 
care. ACP is not just for sick or dying people. All 
adults, emancipated minors, and children with 
chronic illnesses are encouraged to have conver-
sations about and documentation of their wishes. 
Some advance directives, such as an “Out of 
Hospital Do Not Resuscitate” and “Physician 
Orders for Life-Sustaining Treatment”, are for 
patients with serious illness or frailty.

There are several types of advance directives 
(Table 33.2), which vary by state. It is important 
to be aware of the advance directives specific to 
the state in which an individual lives or seeks 
care. Some patients have advance directives in 
multiple states (see chap. 30).

In most situations, ACP documents can be 
accessed and completed in the privacy of ones’ own 
home or in a physician’s office. Physicians can play 
an important role in initiating and guiding the ACP 
process by making it a routine part of care for all 
patients, which is revisited regularly to explore any 
changes a patient may have in his or her wishes. 
One does not need a legal expert to facilitate advance 
care planning or to complete advance directives.

The verification of ACP documentation also 
varies by state. Some states require two wit-
nesses, some require notarization, and others 
require both witnesses and notarization.

Social workers often have access to ACP forms. 
Useful Internet resources for obtaining state-spe-
cific advance care planning information and paper-
work include www.caringinfo.org and individual 
states’ Departments of Aging and Disability. 
State-specific organ donor registries and forms can 
be accessed via http//donatelife.net.

Voicing My Choices (www.agingwithdignity.
org/voicing-my-choices.php) is an ACP guide 
designed for AYA patients to help them communi-
cate their end-of-life preferences to family, care-
givers, and friends developed through research 
with AYA with cancer and HIV infection [9, 17].

Table 33.2 Types and descriptions of advance 
directives

Directive to 
physicians

Provides direction for inpatient care 
in the event of a sudden, severe 
illness and inability to participate in 
decision-making; typically 
differentiates between aggressive and 
comfort care; recommended for 
general population

Medical 
power of 
attorney

Designates surrogate or proxy for 
medical decision-making in the event 
of inability to participate in 
decision-making; recommended for 
general population

Out of 
Hospital or 
prehospital Do 
Not 
Resuscitate 
(OOH DNR)

Provides direction to emergency 
response teams for giving or 
withholding cardiopulmonary 
resuscitation; recommended for 
patients with serious illness or frailty, 
for whom a healthcare professional 
would not be surprised if they died 
within 1 year

Directive for 
Mental Health

Provides direction for inpatient 
treatment of mental health conditions 
regarding medications and restraints 
if unable to participate in decision- 
making; recommended for general 
population

Organ 
donation

Provides direction for organ and/or 
tissue donation; recommended for 
general population

Statutory 
durable power 
of attorney

Designates surrogate or proxy for 
medical decision-making in the event 
of inability to participate in 
decision-making; recommended for 
general population

Physician 
Orders for 
Life- 
Sustaining 
Treatment 
(POLST)

Provides direction to healthcare 
providers across the continuum of 
care for giving or withholding 
cardiopulmonary resuscitation as 
well as other treatments such as 
antibiotics or nutrition; 
recommended for patients with 
serious illness or frailty, for whom a 
healthcare professional would not be 
surprised if they died within 1 year
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Recommendations for ACP from this research 
include that ACP be [15]:

• Introduced by a trusted member of the health-
care team

• Done when the AYA’s health is relatively 
stable

• Incorporate documentation that is done gradu-
ally, addressing the AYA’s concerns at the time

• Supported by a healthcare professional for 
decisions regarding life support even when 
the patient’s wish is to complete documents on 
their own

• Completed if possible for younger patients 
even though the documents have no legal sta-
tus for patients younger than 18

• Shared with providers to give insight into 
preferences

 Addressing Family Needs

Many families of AYASHCN have centered their 
lives around the patient and the patient’s care. Many 
parents find their identity in their AYASHCN, and 
there can be difficulty in letting the patient assume 
goal setting and decision- making responsibility.

The caregiver is the expert in their AYASHCN; 
this expertise can be threatened during transition 
when providers and institutions are changing and 
the caregiver expertise is not recognized. 
Palliative care is often solely associated with end 
of life resulting in a variety of emotions for the 
parent or caregiver, and, because of different per-
spectives on what palliative care means, there 
may be discord among family members and 
between the family and the healthcare team.

Siblings are impacted by AYASHCN receiving 
palliative care during transition as there may be 
disruption in the family’s routine by new clinic vis-
its, healthcare providers, or hospice in the home. 
Siblings will have questions, thoughts, or fears 
about advancing illness or death of their sibling.

Family members should be asked about these 
coping issues by their healthcare team, provided 
intervention and/or support and guided toward 
appropriate resources outside the providers’ 
domain. Case #3 illustrates some of these points.

 Addressing Provider-Related Issues

Pediatric healthcare teams and providers are 
often unable to care for AYASHCN into adult-
hood. Adult healthcare teams and providers can 
be unfamiliar with aspects of pediatric diseases 
and treatments, such as medication dosing and 
equipment needs. Adult healthcare teams and 
providers are sometimes ill-equipped to assess 
and address the psychosocial and familial issues 
such as patient decision-making and familial 
coping mentioned above.

Generally speaking, pediatric hospices are 
unique entities that are expert in caring for 
AYASHCN but do not have the licensure or cer-
tification to continue to care for them into 
adulthood. Adult hospices are usually unfamil-
iar with pediatric disease processes and treat-
ment, as outlined above, and should maintain a 
connection with a pediatric palliative care pro-
vider for assistance with pediatric-specific 
issues [18].

Case 3: Ben

Ben is a 26-year-old male with a mito-
chondrial disorder, moderate intellectual 
disabilities, and blindness. He is non-
ambulatory, fed via a combination of oral 
and gastrostomy nutrition, and has a tra-
cheostomy with ventilator support at 
night and when ill. His parents have 
found it difficult to accept his disabilities, 
which have been slowly progressive over 
time, and have declined to pursue guard-
ianship despite encouragement to do so. 
The palliative care team at the pediatric 
hospital where he has been cared for all 
his life has been working with the family 
to communicate his changing prognosis, 
cope with their anticipatory grief, con-
tinue guardianship discussions, and also 
assist Ben in understanding his illness 
and articulating his wishes regarding 
care in a developmentally appropriate 
manor.
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 Addressing Systems-Based Issues

Pediatric hospitals and palliative care programs 
are often not prepared to care for AYAs with ter-
minal conditions due to lack of provider educa-
tion, staff training, and institutional policies [19, 
20]. Adult providers and institutions may be sim-
ilarly lacking in infrastructure and resources to 
effectively treat this population. Education meth-
ods are needed to equip healthcare providers to 
provide competent, confident, and compassion-
ate palliative care to AYASHCN during transition 
to adult-based care [21].

 Hospice

 Definition

Hospice is a collection of services provided at the 
end of life.

 Eligibility

In the United States, hospice is a benefit for indi-
viduals who are terminally ill and have a life 
expectancy of less than 6 months if their underly-
ing disease runs its normal course. It is available 
to those who are eligible for Medicare Part 
A. Medicaid provides a hospice benefit to termi-
nally ill patients in most states and territories, 
although the individual eligibility criteria and 
services provided vary by state. The Department 
of Veterans Affairs, most private insurance plans, 
HMOs, and other managed care organizations 
also provide a hospice benefit.

Patients who live beyond their expected 
6-month prognosis may be recertified and con-
tinue hospice if their physician assesses them as 
having progressive clinical decline and ongoing 
hospice needs.

 Services

Hospice beneficiaries are entitled to multiple ser-
vices that can be provided at home, in a custodial 

care setting, or in a free-standing hospice unit. 
These services include nursing; physician; coun-
seling; social, spiritual, and family support; short-
term inpatient care; medical supplies and 
equipment; medications; home health aide; home-
maker; physical therapy; occupational therapy; and 
speech-language pathology. Hospice continues to 
support the family with bereavement services for 
approximately 1 year after the patient has died.

 When Hospice Is Not Sufficient

Many patients and families have needs and 
desires that exceed what hospice can provide and 
require additional nursing, personal care ser-
vices, therapy services, and familial support. 
These needs can be met through placing the hos-
pice patient in custodial care or by acquiring 
additional services in the home setting via private 
duty nursing, home health care, or paid personal 
caregiver.

 Concurrent Care

As part of the Patient Protection and Affordable 
Care Act of 2010, terminally ill individuals who 
are 21 years of age or younger and who are 
enrolled in a Medicaid or state Children’s Health 
Insurance Plan (CHIP) may concurrently receive 
hospice care and curative care related to their ter-
minal health condition.

The concurrent care model allows patients and 
families to continue therapeutic and supportive 
relationships with primary care and subspecialty 
providers with whom they have often had long-
standing alliances.

Medicare beneficiaries can also receive con-
current care with primary and subspecialty pro-
viders while receiving hospice. However, the 
services must be separate and distinct in docu-
mentation and billing. The hospice physician and 
services bill for the terminal diagnosis and related 
symptoms under Medicare Part A, while the phy-
sician and services providing the concurrent care 
must address and treat non-hospice diagnoses 
and bill under Medicare Part B.
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 Insurance

Children with special healthcare needs in the 
United States are eligible for a multitude of ben-
efits under private insurers and government- 
sponsored programs, for example, the concurrent 
care provision afforded to children receiving the 
Medicaid hospice benefit. Due to this provision 
of the ACA, children can receive hospice ser-
vices along with disease-modifying or curative 
treatment. This benefit does not extend to adults 
under the hospice benefit and could lead to a 
breach in medical care and psychosocial support 
in the period of transition from pediatric- to 
adult-based care.

There are other changes that take place in chil-
dren’s insurance coverage as they become adults, 
ranging from staying on their parents’ insurance 
to losing eligibility for certain waivers that can 
make the transition period challenging to navi-
gate from a palliative care perspective. 
AYASHCNs are an extremely vulnerable popula-
tion to shifts in federal and state healthcare policy 
that affect their access to palliative care.

 Summary

Palliative care can be an important adjunct for 
AYASHCN transitioning from pediatric- to adult-
based care. Specifically, palliative care may be 
useful in assessing and managing symptoms; 
facilitating communication between patients, 
families, and providers as family and care team 
roles change; aiding in complex medical decision- 
making and advance care planning; and coordi-
nating care with hospice and other healthcare 
entities.
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Healthcare Transitions and Dental 
Care

Kimberly Espinoza

 Dental Needs of Youth and Young 
Adults with Special Healthcare 
Needs

Oral health across the life span is essential to 
overall health and quality of life. Dental caries, a 
process involving demineralization of tooth 
structure caused by biofilm, can lead to cavitation 
of teeth, oral pain, infection, and even death if 
left untreated. Periodontitis (gum disease) is the 
leading contributor to tooth loss. Access to appro-
priate preventive care and treatment of oral dis-
eases is essential to maintaining oral health. 
Unfortunately, patients with special healthcare 
needs of all ages experience disparities in access 
to oral health care, and this is complicated by the 
transition to adult-based services.

Dental care is the greatest unmet healthcare 
need among children with special healthcare 
needs (CSHCN), surpassing unmet needs for 
mental healthcare, medical specialty care, occu-
pational and physical therapy, and prescription 
medications [1]. An estimated 8.9% of CSHCN 
need but do not receive dental care compared to 
approximately 5% of children without special 
needs (CWOSN) [1]. Studies reveal differing 
levels of unmet need among CSHCN when fur-

ther classified based on severity and complexity. 
The level of unmet need arises to 20% for those 
severely affected by their condition and drops to 
5% for those not affected by their condition, the 
same rate seen in CWOSN [1]. When examining 
unmet need by diagnosis, children with cerebral 
palsy, Down syndrome, intellectual disability, 
and autism experience higher rates of unmet need 
compared to other CSHCN [2, 3]. For example, 
children with Down syndrome have the highest 
unmet need by diagnosis at 14.7% and children 
with asthma the lowest at 8.6% [1]. Overall, 
when looking at caries rates, those with develop-
mental disabilities have similar rates of caries 
compared to the general population, but higher 
rates of untreated caries [4]. Studies of Special 
Olympics athletes found untreated caries rates 
between 28% and 30% [5, 6]. Adults with intel-
lectual and developmental disabilities had a simi-
lar rate of untreated caries at 32.2% [7]. 
Unfortunately, untreated caries is only one mani-
festation of unmet dental preventive and treat-
ment needs in this population.

Oral pain and periodontitis are two other 
major concerns for individuals with special 
healthcare needs. Oral pain is prevalent in both 
children and adults with special healthcare needs. 
A study of CSHCN revealed that 19% of those 
severely affected by their condition experienced a 
toothache in the last 6 months compared to 10% 
of CWOSN [1]. For adults, approximately 13% 
of Special Olympics athletes had oral pain at the 
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time of screening during Special Olympics games 
[5, 6]. Periodontitis also occurs in much higher 
rates among those with developmental disabili-
ties, with one study showing a rate of 80.3% in 
this population [7]. Dental hygiene problems, 
linked to periodontitis, are one of the top ten lim-
iting secondary conditions for those with devel-
opmental disabilities [8].

Disparities in oral health are linked not only to 
diagnosis but to income and access to dental 
insurance as well. Unmet dental needs among 
CSHCN rise to 29.4% among those who are 
uninsured or have lapses in insurance [1]. For 
CSHCN below 100% of the federal poverty level, 
17.6% experience unmet dental needs. Poor and 
low-income CSHCN severely affected by their 
condition have 13.4 times the odds of having 
unmet dental needs compared to high-income 
CSHCN not affected by their condition [1]. 
Disparities seen in other populations are also 
likely to occur among those with special health-
care needs, such as disparities by race and ethnic-
ity and rural versus urban status.

 Barriers to Accessing Dental Care 
During the Transition Years

Unmet dental needs among CSHCN stem from a 
variety of reasons. Among CSHCN with unmet 
dental needs, approximately one third of their 
parents cited the dentist being unwilling to treat 
their child as a reason for their lack of routine 
care [9]. Twenty percent of parents of CSHCN 
had difficulty finding a dentist willing to treat 
their child [3]. Three quarters of this group stated 
this difficulty sometimes or often prevented them 
from taking their child to the dentist. Parents of 
children with autism reported that the most com-
mon reason for not having a regular dental pro-
vider was inability to find a dentist willing to 
treat their child [10]. This evidence for dentists’ 
reluctance to treat patients with special health-
care needs extends beyond parental perceptions.

Dentists themselves note they may be hesitant 
to treat patients with special healthcare needs. 
Only 18% of dental school students reported they 
would definitely be willing to treat patients with 

intellectual disability in their future practices 
[11]. Moreover, one study found three out of four 
dental students did not feel competent to care for 
patients with developmental disabilities, while 
another study found 60% had little or no confi-
dence treating patients with intellectual disabili-
ties [12, 13]. In practice, few general dentists 
treat patients with special needs. Only 10% of 
general dentists report treating patients with cere-
bral palsy, intellectual disabilities, or medical 
complexity often or very often [14]. Pediatric 
dentists are much more likely to treat patients 
with special needs, with up to 95% reporting they 
treat this population [15]. While one study 
showed 71% of pediatric dentists continue to see 
patients beyond age 21, pediatric dentistry is an 
age-defined specialty limited to children [15]. 
Few pediatric dentists treat patients significantly 
beyond young adulthood. When pediatric den-
tists aid in the transition of patients from pediat-
ric to general practice, they encounter a major 
barrier in finding a dentist who is willing to treat 
their patients with special needs [16].

Two main factors significantly affect access to 
care during the transition years: the dental educa-
tion system and the dental care financial system. 
General dentists typically practice immediately 
after completing dental school or after a postdoc-
toral residency in general dentistry. Dental school 
accreditation standards require only that the den-
tal student can assess the treatment needs of 
patients with special needs [17]. The Commission 
on Dental Accreditation implemented this stan-
dard as recently as 2004. Prior to that for many 
years there were no accreditation standards 
related to patients with special needs in the 
predoctoral curriculum [18].

Even with the current standard, dental students 
are not required to be able to treat this population. 
The same holds for dental hygiene schools. In 
general dentistry residency programs, the accredi-
tation standard requires that the resident assesses, 
diagnoses, and plans treatment for patients with 
special needs (Table 34.1) [17]. Again, no require-
ment exists for residents to be competent in the 
actual treatment of this population.

The dental school curriculum is typically rig-
orous, and school administrators cite limited time 
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in the curriculum as a barrier to incorporating 
education in the treatment of patients with spe-
cial needs. Fifty percent of dental school deans 
felt education in special care dentistry was not a 
high priority in the curriculum [12]. Even when it 
is a high priority, students at the predoctoral level 
are learning to improve their speed with basic 
clinical skills. Many patients with special needs 
require a provider who is able to complete a pro-
cedure quickly and competently. Some advanced 
facilitation techniques are beyond the skill of 
even the top dental students.

Pediatric dentistry is the only dental specialty 
with accreditation standards that mandate the 
treatment of patients with special needs [19]. 
Pediatric dentists have advanced training in the 
provision of care for CSHCN. However, given 
that pediatric dentistry is an age-defined specialty, 
when individuals with special needs age out of 
pediatric practice, they often have nowhere to go.

The other major factor that impacts access to 
adolescents and young adults with special health-
care needs (AYASHCN) during the transition 
years is changes in child versus adult Medicaid 
benefits. The majority of adults with developmen-
tal disabilities rely on Medicaid for healthcare 
coverage [20]. Dental care is considered an 
“essential health benefit” for children, whether or 
not the child has a special healthcare need [21]. 

As it is an “essential health benefit,” dental cover-
age must be included under state Medicaid plans 
for children. Children who qualify for Medicaid 
services will have dental benefits under Medicaid. 
However, dental care is not considered an “essen-
tial health benefit” for adults. It is up to each state 
to determine if dental benefits will be included 
among other Medicaid benefits for adults. As of 
2015, 18 states offered emergency-only or no 
dental coverage to adult Medicaid recipients, 17 
states offered coverage for 1–4 dental services 
only, and 15 states offered coverage for 5 or more 
dental services [22]. State-by-state coverage for 
adult Medicaid dental benefits also varies over 
time. Between 2003 and 2014, 20 states moved 
between these coverage categories, while even 
more states changed specific services offered 
[22]. In addition to having the discretion to pro-
vide dental coverage to their adult Medicaid pop-
ulation, states can also choose whether or not to 
offer more dental benefits for adults with develop-
mental disabilities compared to other adults. For 
example, both Washington and New Mexico offer 
more fluoride services for adults with develop-
mental disabilities compared to adults without 
developmental disabilities. Finally, even if a state 
offers adult dental Medicaid benefits, states use 
different fee schedules for children versus adults. 
Adult Medicaid dental reimbursement is on aver-
age 40.7% of the typical reimbursement for pri-
vate insurance [23]. States can also choose to 
increase reimbursement rates for treating patients 
with developmental disabilities. For example, the 
New Mexico Special Needs Dental Program 
allows increased reimbursement under Medicaid 
for the treatment of patients with developmental 
disabilities and is linked to provider training in the 
care of patients with special needs.

 Specific Challenges for Those 
with Intellectual 
and Developmental Disabilities

To explore the challenges faced by those with 
intellectual and developmental disabilities in 
maintaining oral health, this section outlines the 
determinants of oral health using biopsychosocial 

Table 34.1 Commission on dental accreditation predoc-
toral standard 2-24 regarding the assessment of patients 
with special needs

Graduates must be competent in assessing the 
treatment needs of patients with special needs

Intent:
An appropriate patient pool should be available to 
provide experiences that may include patients whose 
medical, physical, psychological, or social situations 
make it necessary to consider a wide range of 
assessment and care options. The assessment should 
emphasize the importance of non-dental 
considerations. These individuals include, but are not 
limited to, people with developmental disabilities, 
cognitive impairment, complex medical problems, 
significant physical limitations, and the vulnerable 
elderly. Clinical instruction and experience with the 
patients with special needs should include instruction 
in proper communication techniques and assessing the 
treatment needs compatible with the special need.
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and socioecologic frameworks. The World Health 
Organization International Classification of 
Functioning (WHO ICF) is a biopsychosocial 
model that examines the interplay of medical 
conditions with the environment and personal 
factors to paint a picture of the overall disability 
and functioning of an individual (Fig. 34.1) [24]. 
When considering patients’ barriers to oral 
health, it is important to examine how diagnoses 
and environmental factors interact to impact 
functioning.

 Body Functions and Structures

The structure and function of the oral cavity and 
perioral region can highly affect one’s ability to 
receive oral care, such as brushing and flossing, 
or dental care. An example seen in patients with 
developmental disabilities includes manifesta-
tions of the hypoplastic midface that occur in 
individuals with Down syndrome. Patients with 
Down syndrome are likely to have a smaller, nar-
rower palatal form (roof of the mouth), a rela-
tively larger tongue, oral hypotonia, and a 
hyper-gag reflex, all of which can complicate 
access to the oral cavity [25]. Those requiring 
sedation or general anesthesia may have increased 
risk due to sleep apnea or difficult airway access. 
Individuals with Down syndrome also have much 

higher rates of periodontitis [26]. This can mani-
fest early, in some cases in the teen years. This is 
at least partially due to slower neutrophil chemo-
taxis and phagocytosis and increased inflamma-
tory mediators involved in periodontal disease. 
When combined with the on average smaller 
tooth roots seen in Down syndrome, young adults 
are at risk for early tooth loss.

Individuals with cerebral palsy, a movement 
disorder that can affect oral movements, often 
have difficulty tolerating dental care. Cerebral 
palsy can result in hypertonia or hypotonia and 
involuntary head, arm, and body movements. 
This can lead to difficulty accessing the oral cav-
ity, risk of injury from dental instruments, and 
chronic injury to teeth from bruxism (tooth grind-
ing). Additionally, growth and development 
under conditions of high or low muscle tone or 
frequent involuntary oral movements can result 
in atypical jaw form and malocclusion.

People with cerebral palsy and Down syn-
drome may have oropharyngeal dysphagia, a 
swallowing disorder that can lead to the risk of 
aspiration pneumonia, especially in patients who 
aspirate thin liquids. When oral hygiene is poor, 
this increases the risk for aspiration pneumonia 
due to bacterial pathogens in dental plaque [27]. 
Water used in a dental procedure along with 
saliva represent thin liquids that can be difficult 
to tolerate for many patients with developmental 

Health condition

(disorder or disease)

Activity
Body Functions

& Structure
Participation

Contextual factors

Environmental
Factors

Personal
Factors

Fig. 34.1 World Health 
Organization model of 
disability. The model 
shows the interplay 
between health 
condition, body 
functions and structures, 
activity, participation, 
and environmental and 
personal factors
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conditions, especially when keeping the mouth 
open and leaning back in a dental chair. Some 
patients with a severe aspiration risk or oral aver-
sion may use a feeding tube for nutrition. In these 
cases the individual does not conduct normal 
chewing activities, resulting in increased calcifi-
cation of dental plaque, sometimes covering the 
entire tooth surface in several-millimeter-thick 
deposits. The combinations of these factors can 
make dental cleaning appointments more diffi-
cult for patients to tolerate.

Other developmental conditions can affect the 
structure of the oral cavity, such as syndromes 
involving the orofacial region. Conditions such as 
intellectual disability, autism, or ADHD can affect 
the ability to lie down and stay still in a dental 
chair. Additionally, some patients with develop-
mental disabilities have limitations in their ability 
to brush their own teeth or the ability to accept 
tooth brushing from a caregiver if needed. Other 
areas of concern include prescription medications 
and medical complexity. Many medications taken 
by patients with developmental disabilities can 
have oral manifestations. Seizure medications can 
result in gingival enlargement, and a multitude of 
medications can result in dry mouth, a significant 
risk factor in developing dental caries. Conditions 
that result in medical complexity can affect over-
all oral health as well as ability to safely receive 
certain dental treatments, such as oral surgical 
procedures, prescription medications, sedation, 
and general anesthesia.

 Activities and Participation

As noted above, conditions related to body func-
tions and structures can decrease the ability to 
perform certain activities, such as oral hygiene, 
as well as decrease the ability to participate in 
routine dental care. Resistance to oral care is 
another challenge oral health providers and direct 
support staff may experience with AYASHCN 
who have developmental disabilities. This can 
occur due to the inability to understand the rea-
sons for care, oral aversion, dental anxiety, or a 
history of negative dental experiences, among 
other reasons. The impact of resistance to dental 

care changes as people age from early childhood 
to adulthood. With a history of positive 
experiences and desensitization to dental care 
during the pediatric years, a patient who had dif-
ficulty cooperating for dental care as a child may 
have learned to fully participate in dental care 
during adolescence and adulthood. The conse-
quences of resistance during a dental appoint-
ment, such as attempting to hit a dental provider 
or grab at sharp dental instruments that were 
placed in the oral cavity, are much different for a 
small child compared to a large adult.

Participation in the dental appointment can also 
be limited when there is a communication disor-
der. If the patient is not able to clearly communi-
cate health needs, understand healthcare messages, 
communicate oral pain, or discuss their medical 
history, it can make it difficult for the dental pro-
vider to meet their dental needs. Some AYASHCN 
who have developmental disabilities may have 
significant difficulty understanding the risks and 
benefits of procedures as well as treatment alterna-
tives. Access to dental care can be further limited 
by the individual’s ability to schedule their own 
appointments and arrange for their own transpor-
tation to receive dental care. Difficulty accessing 
dental care and oral hygiene care, however, is not 
solely a consequence of the impact of the individ-
ual’s diagnosis or their physical, medical, intellec-
tual, or emotional conditions and functioning. 
Environmental factors also play a role.

 Environmental and Personal Factors

Environmental factors play a significant role in 
the ability of AYASHCN to access dental care. 
These environmental factors are examined fur-
ther using the socioecologic framework for the 
determinants of health, which classifies determi-
nants of health into various levels, from individ-
ual factors to environmental factors.

 Individual Factors
Individual risk factors for oral disease include 
factors related to functioning as discussed pre-
viously as well as nutritional factors, substance 
use, and other health-related behaviors such as 
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tooth brushing and flossing. Poor oral hygiene 
can stem from structural and functional issues, 
discussed previously, as well as the motivation 
of the patient to perform oral hygiene. Many 
individuals with developmental disabilities 
have a high sugar, high acidic diet which can 
contribute to the development of dental caries. 
When a high sugar, high acidic diet combines 
with poor oral hygiene and dry mouth due to 
medications, the risk of dental caries is consid-
erably higher. Additionally, there is a high rate 
of vitamin and mineral deficiencies in individu-
als with developmental disabilities [28]. Some 
of the causes of this include oral aversion, a 
highly restricted diet, and oropharyngeal dys-
phagia. An example of a nutritional deficiency 
resulting in oral manifestations is described in 
the vignette, below. Smoking, a known risk fac-
tor for oral cancer as well as periodontitis, does 
occur in this population. Those with mild to 
moderate intellectual disabilities have a higher 
risk of smoking than those with severe intellec-
tual disabilities [29].

 Nutrition Vignette
The mother of a 24-year-old nonverbal female 
with autism called a special care dental clinic for 
an emergency appointment on a Monday due to 
“bleeding gums.” The patient received a same- day 
appointment and was found to have severely swol-
len, bleeding, purple gingiva beginning to detach 
from the teeth. This was an unusual presentation, 
and the patient was referred for urgent medical 
evaluation due to a high suspicion of oral cancer. 
The physician scheduled an evaluation appoint-
ment for the patient on Friday afternoon. On 
Friday morning, the patient awoke lethargic and 
pale. The mother took the patient to the emergency 
room and the patient was diagnosed with severe 
anemia. The physician that was to evaluate the 
patient for oral cancer visited the patient while she 
was in the emergency department. After further 
workup, it was determined that the patient actually 
had scurvy, a nutritional deficiency due to severe 
vitamin C deficiency. The patient’s limited diet 
contributed to this condition, which originally pre-
sented with only oral manifestations. (Some of the 
patient details have been changed for privacy.)

 Relationships and Living Conditions
Many individuals with developmental disabilities 
require the support of caregivers into adulthood. 
An individual who is not able to brush their own 
teeth requires the assistance of a caregiver, 
whether that person is a family member or paid 
support staff. A process of deinstitutionalization 
began in the 1970s, resulting in most individuals 
who were living in state-run institutions retuning 
to community settings, with families or in small 
group homes. An individual living in a group 
home setting may receive services from paid sup-
port staff who perform a variety of caregiving 
services, including oral hygiene services. The 
person who performs oral hygiene services for 
one individual may change frequently, with tem-
porary hours, mobility within the caregiving 
organization, and turnover into other fields of 
work [30]. In many cases, the individuals respon-
sible for performing oral hygiene services for 
their clients are not the same individuals who are 
responsible for transporting them to dental 
appointments. This complicates the ability of 
dentists and dental hygienists to provide appro-
priate oral hygiene instructions to the patient and 
caregiver. Additionally, paid support staff typi-
cally have limited training in providing oral 
hygiene for another individual, and many find 
tooth brushing, and to a greater extent flossing, to 
be difficult [31]. When AYASHCN rely on a 
caregiver to manage their oral health needs, the 
caregiver’s oral health literacy plays a key role in 
the individual’s own oral health. This may include 
performing daily oral care, making dental 
appointments, transporting patients to dental 
appointments, recognizing urgent dental needs, 
or making decisions related to diet for the 
individual.

A major factor in dental care transition for 
patients with developmental disabilities is the 
change in legal status from childhood to adult-
hood. For many patients this means having legal 
independence in medical decision-making for the 
first time. However, some adults with develop-
mental disabilities are unable to understand treat-
ment proposals, risks, benefits, and alternatives. 
In these cases, the individual will require some 
form of supported decision-making or surrogate 
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decision-making (see Chap. 30). The question of 
who will make treatment decisions is not always 
examined prior to adulthood for patients with 
intellectual and developmental disabilities. This 
can present a great barrier to care and makes 
obtaining consent for dental procedures difficult 
or impossible for some patients.

Unlike routine medical care, routine dental 
care is often surgical in nature, uses sharp instru-
ments, and often results in irreversible proce-
dures (removing tooth structure or entire teeth). 
The simple signing of a consent form does not 
indicate informed consent, and the provider must 
determine that the patient is able to understand 
the risks, benefits, and alternatives. For some pro-
cedures this is simple, such as for an examina-
tion. For other procedures this is more complex, 
such as deciding between a root canal and an 
extraction or electing to do a procedure with a 
risk of serious complications. In cases where a 
patient requires general anesthesia in an operat-
ing room or medical immobilization for clinical 
care, the stakes are even higher for having an 
appropriate consent process in place.

 Institutional Factors
Institutions that impact the oral health of 
AYASHCN include state-run institutions, pri-
vate caregiving organizations, and public and 
private dental schools, among others. State-run 
institutions and caregiving organizations may 
have policies and procedures that promote or 
inhibit a person’s oral health. While most state-
run institutions have closed, some remain. Prior 
to closing, many institutions had dental prac-
tices located in their facilities. As institutions 
closed, the need for dental care in the commu-
nity for patients with more complex special 
needs quickly rose. Individual caregiving agen-
cies and group homes must find dental care for 
their residents in the community, where access 
to care is lacking. Within group homes, policies 
and procedures may exist regarding tooth brush-
ing that impact oral health. This includes defin-
ing what qualifies as tooth brushing resistance, 
how caregiving staff may support patients with 
tooth brushing, and when to stop if a client 
resists tooth brushing.

Dental schools represent another form of 
institution that impacts the oral health of 
AYASHCN. Dental school accreditation require-
ments include that dental school graduates can 
assess the needs of patients with special needs, 
but do not require that they are able to treat them. 
Dental schools can decide how much clinical 
experience and didactic education students have 
in relation to the care of patients with special 
needs, including patients with developmental dis-
abilities. Dentists are more likely to be comfort-
able treating patients with developmental 
disabilities if their dental school education pre-
pared them to do so [13]. Some studies have 
shown that half of dental students had clinical 
training with patients with intellectual and devel-
opmental disabilities while in dental school [12, 
13]. Another study showed that seventy-five per-
cent of dental students had no experience with 
patients with intellectual disability, cerebral 
palsy, or the medically complex while in dental 
school [14]. The dental school accreditation stan-
dard now includes an intent statement added in 
2013 to specify that dental schools should have a 
diverse patient pool consisting of patients with 
special needs, including patients with develop-
mental disabilities [17]. However, the majority of 
dentists practicing today graduated under older 
accreditation standards.

 Policy and Societal Factors
The Americans with Disabilities Act (ADA) 
mandates that dental providers, along with other 
healthcare providers, do not discriminate against 
patients with disabilities in their practices [32]. A 
seminal case testing the ADA through the U.S. 
Supreme Court was Bragdon v. Abbott [33]. This 
case involved a dentist treating a patient with 
asymptomatic HIV. The dentist told the patient he 
would treat her, however, only in the operating 
room. The dentist lost this case and it was empha-
sized that asymptomatic HIV was a disability 
under the ADA. The profession of dentistry has a 
legal and societal obligation to meet the needs of 
the public, including those with special health-
care needs. Yet many dentists intend not to treat 
patients with particular disabilities, such as intel-
lectual disability [11]. Dentists are advised not to 
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exclude patients with particular diagnoses from 
their practices and to assure that each patient is 
evaluated for their ability to tolerate and cooper-
ate with care, their need for advanced care tech-
niques, and the provider’s skill in employing the 
advanced care techniques needed.

Ableism is the pervasive oppression of peo-
ple with disabilities at individual, institutional, 
and societal levels. Ableism manifests on the 
individual level when providers choose not to 
care for patients with disabilities when they 
have the capacity to provide appropriate care. It 
occurs when people with disabilities are stigma-
tized and when providers make generalizations 
about an individual based on their disability 
label as opposed to examining them as an indi-
vidual. On institutional levels, ableism is mani-
fested by a dental education system that lacks an 
accredited pathway for advanced education in 
the care of adults with disabilities. On a societal 
level ableism is manifested by lack of access to 
care for people with disabilities as well as a 
healthcare financing system that makes dental 
care unaffordable or inaccessible for this 
population.

AYASHCN encounter financial difficulties 
related to obtaining dental care. One of the pri-
mary reasons given for unmet dental care needs is 
the cost of dental care, reported by 25% of parents 
of CSHCN with unmet dental needs. Lack of den-
tal insurance is another reason given by 22% [1]. 
The majority of individuals with developmental 
disabilities qualify for Medicaid services [20]. A 
major barrier to transition from pediatric to adult 
dental services is the difference between pediatric 
and adult Medicaid coverage, with adult coverage 
being up to the discretion of the state. Even when 
adult dental Medicaid benefits are provided, reim-
bursement rates remain low [23]. Dentist partici-
pation in the Medicaid program is limited, and 
patients often have difficulty accessing a dental 
Medicaid provider. A number of states have under-
gone Medicaid reform with varying levels of suc-
cess in recruiting more providers to the Medicaid 
system and increasing the number of Medicaid 
recipients who received care [34]. Some states 
offer additional reimbursement or cover addi-
tional services for the treatment of patients with 

developmental disabilities, although this is not 
consistent across states [35].

 Models to Train the Next Workforce 
of Providers

To adequately prepare the next workforce of den-
tal providers, changes should happen at predoc-
toral and postdoctoral levels as well as within 
dental hygiene and dental assisting programs. In 
the absence of stronger accreditation standards, 
predoctoral, dental hygiene, and dental assisting 
programs should assure that students are compe-
tent to care for patients with special needs who 
require limited facilitation techniques. Advanced 
training programs should be promoted that train 
providers in the care of patients with advanced 
facilitation techniques. This can include specialty 
status, residency, fellowship, or advanced continu-
ing education programs. There is currently no spe-
cialty in special care dentistry in the United States. 
In the early 2000s, specialties in special care den-
tistry were formed in several countries, specifi-
cally Brazil, Australia, New Zealand, and the 
United Kingdom [36]. The process to designate a 
dental specialty in the United States is long and 
complicated. The Special Care Dentistry 
Association (SCDA) set up a task force to 
 investigate the possibly of an accredited residency 
training program in special care dentistry [37]. 
The SCDA also offers continuing education at 
annual meetings and through online content, as 
well as fellowship status for dentists and dental 
hygienists, and board certification through the 
American Board of Special Care Dentistry. The 
advantages and disadvantages of these various 
training pathways are outlined in Table 34.2. A 
multi-tiered approach is the most likely to be suc-
cessful. One example of a program (UW DECOD) 
that has sought to do this is described, after 
Table 34.2.

An example of a training program in special 
care dentistry is the University of Washington 
Dental Education in the Care of Persons with 
Disabilities (DECOD)  Program (described 
below). This program aims to improve access to 
care by providing direct services and training 
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multiple levels of learners to meet the needs of 
patients with developmental and acquired 
disabilities.

 UW DECOD

The DECOD Program provides clinical training in 
the care of patients with developmental and 
acquired disabilities for dental students, dental 
hygiene students, residents, and practicing den-
tists, dental hygienists, and dental assistants. The 
DECOD Program aims to train all dental gradu-
ates to provide care for patients with disabilities. 

The program also aims to train select providers in 
the advanced care of patients with disabilities. The 
clinic provides over 6000 patient visits per year, 
primarily to adults with developmental disabili-
ties. At the predoctoral level, an introductory lec-
ture and patient care experience is given during the 
first year, a longer didactic course occurs in the 
second year, case-based written portfolios and 
student-led presentations occur in the third year, 
and a final written portfolio occurs in the fourth 
year. The bulk of clinical instruction occurs in the 
third and fourth years. Dental students attend 8–10 
clinical sessions during their third year and com-
plete a 3.5-day clinical rotation during their fourth 

Table 34.2 Training pathways to develop dental workforce in special care dentistry

Training pathway Advantages Disadvantages

Predoctoral dental, dental hygiene, 
and dental assisting programs:
Increase/improve training in dental 
schools, dental hygiene schools, and 
dental assisting schools

Reach the largest number of future 
dentists, dental hygienists, and dental 
assistants

Limited time within dental 
school curriculum, would not 
be able to learn advanced 
techniques, schools can 
continue to meet minimal 
standards if so desired

Specialty in special care dentistry:
Designate special care dentistry as a 
specialty in the United States

Raise profile of special care dentistry as a 
profession, create awareness among 
dental students of advanced training 
opportunities

Complicated process, concern 
about general dentists 
referring patients that don’t 
need specialty-level care

Special care dentistry residency:
Create a CODA accredited residency 
in special care dentistry

Raise profile of special care dentistry as a 
profession, create awareness among 
dental students of advanced training 
opportunities

Complicated process, 
although less complicated 
than creating a specialty

General dentistry residency:
Provide special care dentistry 
emphasis within existing advanced 
general training residency programs

May fit well into some existing programs, 
either as component in first postgraduate 
year or emphasis in second postgraduate 
year

Limited time in residency 
curriculum, residency 
program buy-in required

Special care dentistry fellowship 
training:
Provide fellowship training programs 
to practicing dentists, dental 
hygienists, and dental assistants

Easier to set up than a residency program May be shorter term, no 
accreditation standards

Continuing education in special care 
dentistry:
Promote continuing education in 
special care dentistry

Accessible to general dentists by 
attending meetings or through online 
education

CE offerings are limited, 
generally not hands-on

SCDA fellowship status:
Promote SCDA fellowship in special 
care dentistry

SCDA already offers designation for 
fellowship and dental hygiene fellowship 
in special care dentistry and gives 
recognition to those practicing special 
care dentistry

Not an educational pathway

ABSCD board certification:
Promote board certification in special 
care dentistry

Designation of expertise in special care 
dentistry, may satisfy board certification 
requirement to work in some hospital-
based programs

Not an educational pathway
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year at the DECOD Clinic. During this time they 
learn how to assess new patients, determine their 
need for facilitation techniques, obtain consent 
appropriately, and provide routine care for patients 
using basic facilitation techniques. The program 
also coordinates with multiple dental hygiene 
schools to give dental hygiene students experience 
in treating patients with developmental disabili-
ties. Residents and fellows of the DECOD pro-
gram learn to provide care to patients using both 
basic and advanced facilitation techniques. The 
DECOD Program uses the International 
Association of Disability and Oral Health 
Predoctoral and Postdoctoral curricula as a guide 
for the objectives of the educational programs. 
These curricula are readily available for other pro-
grams looking to advance dental education in this 
area [38, 39].

 Summary

Dental needs are more likely to be unmet than 
other healthcare needs for AYASHCN. These 
unmet dental needs are magnified when an indi-
vidual is severely affected by their condition, is 
more medically complex, experiences poverty, 
experiences insurance lapses, or has a develop-
mental disability and is going through transition to 
adult-based care. Multiple factors affect the oral 
health of AYASHCN, and these can be examined 
using the WHO ICF and socioecologic frame-
works. Dentists’ unwillingness to treat is a major 
contributor to this problem. Reasons for this 
include minimal accreditation standards and lim-
ited experience in dental school, resulting in 
decreased comfort in providing care. Pathways for 
addressing these barriers include expanding dental 
education at the predoctoral level and creating 
advanced training programs to meet the needs of 
those requiring advanced care. Addressing the 
larger determinants of health, including those 
related to the financing of healthcare and the 
exclusion of people with disabilities from the den-
tal health care system, will also be essential.
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A Successful Healthcare Transition 
Program in a Hospital Setting

Khush Amaria and Miriam Kaufman

 History

The Hospital for Sick Children (SickKids) is a 
tertiary pediatric hospital in Toronto with an 
upper age limit of 17. In the mid-1980s, a pro-
gram began for adolescents with chronic health 
conditions and/or disabilities. This program 
offered a regular adolescent health presence in 
chronic illness clinics, as well as inpatient and 
outpatient consultation. By the end of the 1980s, 
it was recognized that youth with special health-
care needs (YSHCN) leaving pediatric care often 
felt as though they were falling off a cliff and, 
indeed, were often lost in adult follow-up. In 
response, the first transition planning interven-
tion at SickKids—an eight-session psychoeduca-
tional group called “On the Move”—was 
designed and implemented. While a hospital-
wide program was envisioned, it could not be 
established without administrative support. 
SickKids’ YSHCN therefore experienced lapses 
in care when entering the adult system.

In the early 2000s the OnTrac program in 
British Columbia was developed. This included 
readiness checklists and a group process to pro-
mote self-management and self-efficacy. 
However, SickKids staff reported being over-
whelmed by trying to implement such a program 
with limited protected time or guidance.

A full-day symposium for pediatric and adult 
providers, held in Toronto, was provided to 
broaden the awareness of healthcare transition 
(HCT) to include issues beyond the transfer of 
medical care and to bring together key players to 
plan a transition program for SickKids. The pro-
posed model for establishing the program was 
Kieckhefer’s Shared Management Model [1]. 
Over 75 people attended, including pediatric and 
adult providers, and YSHCN and caregivers. A 
three-page summary of these proceedings became 
a reference document to guide further planning 
of a hospital-wide program (see Table 35.1).

In 2004, a Teen Clinic Advance Practice Nurse 
(APN) was providing individual transition care 
along with her clinical duties. She spearheaded a 
plan for transition using a program logic model 
(see Fig. 35.1). By 2005, a full-time HCT APN 
was hired. Importantly, this was hard funding—
not a pilot program or tied to research dollars.

In 2006, the Good 2 Go Transition Program 
(Good 2 Go) was funded with dedicated time for 
part-time clinical nurse specialist and physician. 
Easy-to-use resources and tools for patients and 
healthcare providers that supported transition 
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Table 35.1 Issues in the transition of youth with chronic illness/disability symposium (2004) summary of small 
groups

Successes
• Disease-specific, specialty programs that transfer patients to adult teams with which they have a close 

relationship
• Disease-specific associations link children, adolescents, and parents with young adults and staff from the adult 

programs
• Hospital for Sick Children (HSC) programs where an “adult” practitioner conducts clinics at HSC as a vehicle 

for transition and other shared care arrangements
• HSC programs that offer “transition days”
• HSC programs/clusters that offer developmental workshops (self-esteem, teasing, psychosexual development)
• Oncology program has a province-wide, after-care program that provides adolescents with a passport outlining 

medical history
• Resources at CHIP give information that helps teens lead a normal life
Barriers
• Lack of systemic processes and standards for transition
• Attitudinal issues

– We want to “own” the care plan, not give up control
– Attached to our patients, hard to let go

• HSC transition programs are program specific and isolated
– Disease-specific, but many patients cared for in several programs, not always clear who is taking primary 

responsibility
– Lack/limited sharing of resources among specialty programs
– We don’t know who offers what
– Most information is not written down, but the process is known by the staff implementing
– Not multidisciplinary in nature

• Developing, implementing, and evaluating a transition program are labor-/resource-intensive
– Currently, programs that work well are supported by one committed individual. The program then becomes 

dependent on that one person, usually a nurse
• Having a set age (18) for transfer of care may not be developmentally appropriate for some adolescents. There 

are little flexibility and limited support to address the developmental needs of children and adolescents with 
chronic illness
– At the time we need to promote independence, we tend to “coddle” them instead
– Some adolescents may require more support, while other adolescents may be emotionally and developmentally 

prepared to transfer by an earlier age
• There is usually no individual transition plan
• We have created a culture of dependency
• The role of parents is not well-articulated

– Do we promote learned helplessness?
– Are we too paternalistic?

• There is limited attention/emphasis to patients/families with cultural diversity and the impact of culture on the 
role of the family in health and illness.

• There may be problems in identifying an adult center for the patient (i.e., no one interested in the disease, if few 
patients survive into adulthood…)

• Patients and families may not want to go to specific centers
• Lack of connections with family practitioners who could provide continuity of care throughout the time of 

transition
• Adult programs are perceived to be less likely to support developmental, educational, vocational, and sexual 

issues
Goals
• HSC goals

– An integrated, hospital-wide, multidisciplinary approach to transition
Clearly differentiates transition as a process and the transfer of care as an event. The transition process should 
begin early and not weeks or months prior to the event
Starts early, with a shared management approach from time of entry into HSC system
Take into consideration unique context of chronic illness, with some teens having lifelong involvement at HSC and 
others much more recent, those whose conditions are disabling…
Culturally-sensitive
Career/vocational focus
Collaborative with adult system
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• Goals for the adolescent
– Safe young adults accessing care appropriately in the adult healthcare system
– Successful adult who has met developmental tasks of adolescence and is leading as normal a life as possible
– Low levels of anxiety regarding transfer to adult system

• Goals for the parent
– To foster an adult relationship with their teen that allows the teen to take primary responsibility for their 

healthcare
– To support them in an important time of loss
– To facilitate parental “letting-go”

Strategies
• HSC survey/needs assessment to determine

– Existing transition efforts
– Key contacts/opinion leaders within programs
– Educational needs of the staff

• Survey of adult counterparts [needs assessment] to determine
– Details of existing transition efforts or programs
– Key contacts/opinion leaders
– Educational needs of staff
– Identification of recent “alumni” of the pediatric program who might be mentors

• Parent and youth survey to determine
– Developmental needs
– Educational requirements
– Vocational planning needs
– Sexual health and education needs

• Develop a shared management approach to be implemented in early childhood with all patients with a chronic 
illness. Additional contact with Gail Kieckhefer for information/training in this approach.

• Convene an advisory group of
– Healthcare professionals across the pediatric-adult continuum, including key individuals who can serve as 

consultants/mentors
– Youth
– Parents

• Develop partnerships with adult facilities and identify resources and programs in the adult sector
• Improve quality of information transfer and access by

– Creating a file or journal that a teen can carry into new setting
– Including copies of letters from clinic assessments and admissions
– Exploring opportunities for adult providers to access HSC file electronically
– Implementing tele-health conferencing with adult colleagues

• Identify a “transition planner” for each program (similar to discharge planner role)
• Career/vocational center, perhaps in conjunction with HRDC
• Education component for staff, including:

– In services/rounds for individual programs
– Transition newsletter
– Annual transition day for pediatric and adult staff to focus on clinical practice, education, and research

• Online resource manual for healthcare professionals
– Services, agencies, and societies
– Internet resources

• Education component for teens and families
– Peer support groups
– Psychoeducational groups (On the Move model, OnTrac model)
– Wellness/resiliency models [health promotion]
– Mentorship (provides advantages for both mentors and mentees)
– Written and online resources (collaborate with Ability OnLIne)
– Consider developing a model that is fun and engaging, perhaps using a navigation/adventure metaphor

• Yearly review of patients who are turning 17 to insure that transition issues are being dealt with (format to be 
adapted to needs of individual programs)

• Transition checklists on charts to be completed yearly starting at age 12
• Use Bloorview MacMillan [note: now Holland Bloorview Kids Rehab] as a resource as they are already 

addressing transition planning and transfer more formally.

(continued)

Table 35.1 (continued)
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planning, including MyHealth Passport, the 
MyHealth 3-Sentence Summary, and a revision 
of a timeline for parents, were developed. 
Continuing education for healthcare providers 
about adolescent development, chronic illness 
management, and summaries of the transition lit-
erature were provided.

In parallel, a hospital-wide consultation ser-
vice to support individuals, programs, and/or 
directors and managers in incorporating HCT 
into their clinical practice was pivotal. The most 
important element of the early days of starting a 
transition program was to provide this consulta-
tion to all who requested it. These strategies were 
employed to help change the culture of care at 
SickKids to support youth in their transition 
through development and into adult care.

In the next few years, Good 2 Go grew to 2.5 
full-time personnel and was identified as a lead-
ing practice by Accreditation Canada. After five 
years a new team leader was identified and tasked 
with program development and evaluation. In 
hindsight, evaluation methods should have been 
systematically present from the outset. The origi-
nal program logic model was expanded, and the 
first version of the Good 2 Go Transition Program 

Resource Manual (described further below) was 
created. The rest of this chapter is dedicated to 
describing these elements and next steps for 
Good 2 Go.

As written in 2005, the aims of the Good 2 Go 
Transition Program were:

 1. To prepare youth with chronic health condi-
tions and their families to transition from 
SickKids to the adult healthcare system, in a 
timely fashion, by participating in a compre-
hensive, consistent, developmentally appro-
priate, coordinated, transition program

 2. To assist individual programs in providing 
comprehensive, consistent transition services 
to youth and their families

The program supported a paradigm shift in 
the culture at SickKids to embrace transition 
thinking and develop transition practices in 
order to improve long-term health of children 
and adolescents with chronic conditions and spe-
cial healthcare needs. Achieving the aims 
required a broad approach wherein program 
activities were placed in a framework with clear 
expected outcomes.

Summary of Recommendations
The Hospital for Sick Children cares for a large number of young people every year. Although some have a brief 
encounter with illness and the hospital, many others stay in the system for their entire adolescence. Some of these 
teens have illnesses that would have been fatal during childhood until quite recently. Every year large numbers of 
patients turn 18 and are transferred to the adult system. (About 4000 visits per month are made to HSC by 
16–18 year olds.)
Some of these teens undergo a systematic process of transition that prepares them (and their parents) for the adult 
system (with its unique culture) as well as providing some preparation for other aspects of adult life with a chronic 
illness or disability. But the vast majority of teens “graduating” from HSC do not benefit from such a program

A hospital-wide initiative is needed, with a central program that can provide planning, support, consultation, 
evaluation, and education. Ideally, this program would be coordinated by a full-time advanced practice nurse, with 
some administrative support and a part-time physician. A full-time research assistant would be invaluable in 
including a research and evaluative component as services are being planned

The first job of the team would be to liaise with HSC and adult programs to determine more exactly what already 
exists and to survey parents and teens about their transition needs. It is clear that success of a hospital-wide 
program will depend on a great degree of flexibility—there are big differences in the needs of patients, numbers of 
patients transitioned (from less than ten a year in some areas to hundreds in others) and resources within programs

Specific ideas for this team include providing psychoeducation groups, promoting shared management, facilitating 
yearly reviews in every program of teens who will be transferred in the next year, arranging adult mentors, 
planning with adult subspecialty programs, offering vocational planning (perhaps in conjunction with HRDC), and 
creating resources and an annual transition symposium for pediatric and adult providers

Note HSC SickKids

Table 35.1 (continued)

K. Amaria and M. Kaufman



357

Program Logic Model for SickKids Transition Program

*November 2005* Created by Laurie Horricks RN, MN and  Miriam Kaufman MD

The Information

The Goal 

The Problem

Objectives

To prepare youth with chronic health conditions and their families to transition from SickKids to the adult health care
system, in a timely fashion, by participating in a comprehensive, consistent, developmentally -appropriate, coordinated,
transition program.
To assist individual programs in providing comprehensive, consistent transition services to youth and their families.  

1.  Infuse transition thinking into the culture at SickKids
2.  Adopt the Shared Management Model as a care delivery model
3.  Alter clinical practices to support transition efforts
4.  Provide direct transition services to adolescents and their families 
5.  Identify and secure ongoing funding for the transition program
6.  Engage in research and add to the current literature on transition

Enabling excellence in 
Transition

Provision of Transition Services Research 

- “Growing Up” timeline poster in clinic waiting 
areas and on SickKids website
- “Growing Up” timeline handouts available to 
families in all clinics

-

Adolescent Medicine will:
1) assist programs in:
a) Adopting the Shared Management model of  
care delivery 
b) Identifying “Transition Champions”
2) customize/individualize transition    materials:
a) Transition checklists (Getting Started, Almost  
There, On 
My Way) 
b) Two-year intensive pre graduation package and 
program.
c) Health Passport

-

Transition Rounds every 2 months, with 
speakers’ case presentations

- Adolescent Medicine to provide direct 
transition services: 
a) psycho-educational groups for both youth and 
parents
b) Individual interventions for high risk adolescents
c) Creating individual transition plans for high risk 
youth         
d) Provision of adolescent health care 
(contraception, 
reproductive counseling, substance use, body 
image…) 
through Teen Clinic
e) Web based “My Health Passport”
f) transition website with interactive, educational 
games, information, links

g) Speak/lead workshops at Transition Days held
by individual programs.

1) Perceptions of Transitional Care Needs and 
Experiences in Paediatric Heart 
Transplantation—Data collection starting 01/05
2) According to Adult Rheumatolgists: What skills 
do teens need to navigate the adult system 
successfully? – Data collection staring 01/06
3) Use of My Health Passport by Adolescents 
Approaching Transfer to Adult Care. (Proposal to 
be written by 03/05)
4) Evaluation of Transition Website (will depend 
on funding sources)
5) Evaluation of Hospital-Wide Transition 
Program—proposal to be developed in early 
2006
6) Readiness for Change tool development –
09/06
7) Survey of current transition practices within 
Sick Kids – 12/05 to 03/06 

Outcomes

- The Shared Management Model of care will be adopted by all programs
- Transition thinking infused into SickKids culture and will become embedded throughout 

clinical practice
- Increased understanding and awareness of the importance of transition processes in all 

programs.
- Individual programs will be prepared to offer transition programming to all patients
- Decreased fear and anxiety of youth and parents.
- Improved preparedness of youth and their families for participating in adult system.
- Timely transition of care of all patients.
- Dissemination of research knowledge

Lack of formalized hospital-wide approach to the 
transition of HSC patients to adult care system

Implement an evidence-based, formalized hospital-wide transition 
program to meet the needs of youth and their families.

⇓

⇓⇓

⇓

⇓

Fig. 35.1 Program logic model for SickKids’ transition program
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 Key Components

In 2011 our activities were organized into five 
service domains. Currently, Good 2 Go includes 
2.35 FTE across three personnel. Our primary 
processes are outlined below:

 1. Direct clinical care of patients and families. 
The program provides assessment and 
transition- related interventions as part of our 
Good 2 Go Transition Clinic to YSHCN and 
their families. The clinic accepts referrals 
from all healthcare providers, including 
patients with complex transition needs. Clinic 
staff serve as experts in transition planning 
and work in conjunction with patients’ health-
care teams.

 2. Education and knowledge broker activities 
include traditional educational events and 
workshops to SickKids’ staff and their com-
munity adult partners on the key components 
of HCT care. This includes understanding 
providers’ roles in transfer and transition 
planning and available supporting resources 
to implement plans. Good 2 Go staff mem-
bers provide direct education to pediatric 
patients and their families on transition prep-
aration using game-like activities such as 
Jenga or Jeopardy. Animations about goal 
setting, the MyHealth 3-Sentence Summary, 
and other transition topics are available on 
YouTube (http://bit.ly/2q3yYfC). Good 2 Go 
staff also present at local, national, and inter-
national conferences. The Good 2 Go web-
site (www.sickkids.ca/good2go) includes 
resources and information for anyone who 
can access.

 3. Resource and tool development service leads 
the development of tools and resources for 
patients and healthcare providers designed to 
be modified and/or embedded to meet specific 
patient and program needs.

 4. Program development support and consulta-
tion. Good 2 Go uses a “bottom-up” 
approach—responding to the needs, requests 
and calls from partners within the hospital. 
Rarely is a “top-down” model of telling pro-

grams or clinics what to do taken. This has 
allowed us to be cheerleaders, matchmakers, 
and collaborators in our consulting role, facil-
itating programs in integrating the resources 
and tools that have the best chance (or evi-
dence) to support their patients’ transition 
needs. Healthcare providers are matched with 
other healthcare providers with similar patient 
populations working on the same transition 
problems, supporting the development of 
partnerships with community and adult 
healthcare sites to provide continuous smooth 
transfers for patients and families. Good 2 Go 
team members have served as experts in tran-
sition programming to multi-organizational 
and government level panels/councils devel-
oping transition guidelines and best practices 
(e.g., [2, 3]).

 5. Research and evaluation activities include 
planning and implementing evaluation studies 
of HCT initiatives/tools and transition pro-
grams within SickKids and collaborating hos-
pital and community settings.

 Program Outcomes and Defining 
Success

Defining success of the program led to the devel-
opment of Good 2 Go’s resource manual. The 
resource manual includes descriptions of our past 
and current activities and related outcomes. We 
adopted a modified version of Betz and Smith 
(2011) description of healthcare transition plan-
ning outcomes to build our early framework for 
success [2]. At the time of the first edition in 
2012, the push for more cohesive and consistent 
transition outcome studies and framework were 
not yet developed [e.g., 4, 5]. The focus was on 
the impact of Good 2 Go’s transition activities in 
four areas: (1) the learning and acquisition of 
self-management skills, (2) health-related or 
disease- specific outcomes, (3) biopsychosocial 
(and developmental) elements, and (4) process/
program components.

As the day-to-day activities of the Good 2 
Go Transition Program overlapped across the 
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five service domains, so did the projected out-
comes. For example, Good 2 Go supported the 
development of an intervention we call the 
transfer clinic. The transfer clinic is loosely 
defined as an event that involves dedicated 
time in a clinic to discuss the transition pro-
cess and pragmatically prepare for the upcom-
ing move to adult healthcare with patients of a 
specific condition around the age of 17. The 
elements are customized to the specific condi-
tion and include orientation to an adult care 
site or healthcare provider. Good 2 Go pro-
vides guidelines to healthcare providers on 
how to operate (i.e., tips and planning strate-
gies), transition- focused patient care during 
transfer clinics, and leads the evaluation (as a 
quality improvement project) on the patient 
impact in real-time (post-clinic) and follow-up 
(post-transfer).

This event is an example of how all four 
areas of impact/outcomes can be addressed. 
Patients who attended a transfer clinic report 
being better prepared, more knowledgeable, and 
less worried about transfer to adult care (i.e., 
focus on biopsychosocial elements and learning 
and acquisition of self-management outcomes). 
A year after transfer, subsets of patients fol-
lowed up report feeling well prepared by the 
transfer clinic and experienced lower nonadher-
ence rates [6] (i.e., health-related or disease-
specific outcomes). The growth of the transfer 
clinic across SickKids is manifest as starting 
with one transfer clinic in 2009. In 2017, 14 
ambulatory programs are offering transfer clin-
ics—that means 14 plus new collaborations 
with adult clinics. Support of new programs 
continues through enabling frontline staff to feel 
empowered to lead transition initiatives. Some 
programs continue to need less hands-on sup-
port from our program over time (i.e., process/
program components). The transfer clinic 
guidelines are widely disseminated within 
SickKids and other institutes to allow others to 
improve with each round and avoid reinventing 
the wheel. Our model was identified as leading 
practice through Accreditation Canada (http://
bit.ly/2pl64c7) in 2015.

Vignette
Kalee was a patient of the Hospital for Sick 
Children (SickKids) since before birth. During 
her mother’s pregnancy, Kalee was found to have 
hypoplastic left heart syndrome. Kalee and her 
mother were followed by the cardiology program 
for 18 years.

As expected, most of the initial teaching about 
her heart condition took place shortly after 
Kalee’s birth and was directed at her parents. 
Kalee often described SickKids, and the cardiol-
ogy clinic, as her second home. During her early 
years as a young child, she made friends with 
each of the clowns, hung out with the child life 
specialists, and even attended the Teddy Bear 
Heart Function Clinics each year. As she began 
adolescence, she would attend Marnie’s Lounge 
on her own, between appointments when she 
came for day-long visits, and even attended 
camps for teens with chronic heart conditions.

Kalee, and her parents, reported being sad 
about leaving SickKids as her 18th birthday 
approached, even though Kalee felt she’d out-
grown the Hospital for Sick Children. They rec-
ognized that Kalee would continue to need 
lifelong care, and because of the transition plan-
ning that took place throughout her 18 years at 
SickKids, Kalee was ready for the transfer. Most 
of her transition interventions were subtle and 
integrated into the care she and her family 
received. Shortly after she was diagnosed, her 
mom was introduced to the Help Them Grow…
so They’re Good 2 Go Timeline to help her 
envision Kalee growing up to be independent. 
The timeline stressed that even though Kalee 
was born with a special healthcare need, she 
would still be a regular kid in many ways. The 
timeline provided Kalee’s mom with some ideas 
of ways to teach Kalee about her medical needs, 
as well as understand general developmental 
expectations.

Kalee and her mom made her first MyHealth 
Passport when she entered kindergarten. It was a 
way for Kalee to let her teachers know about her 
health condition—she was very proud to give 
her teachers a copy on the first day of school 
each year. By the time she was 7, Kalee was able 
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to tell people the name of her condition and 
make some choices about her healthcare (e.g., 
which arm to take a blood pressure reading). 
When she turned 10, her cardiology nurse began 
spending a few minutes in a solo interaction with 
Kalee at every visit, to allow Kalee to practice 
speaking up for herself. By the time she was an 
adolescent, she was used to answering questions 
on her own.

In her early adolescent years, Kalee attended 
the Good 2 Go Transition Clinic for an assess-
ment of her transition needs, as she began to 
report some worries about leaving SickKids. She 
completed an assessment, including a summary 
of her transition readiness which helped identify 
her HCT needs—Kalee’s anxiety was about her 
lifelong care needs and prognosis. Together with 
her clinic nurse, she filled in her knowledge gaps, 
while the Good 2 Go clinic staff taught her to 
practice some of the skills she would need in 
adult care. This included learning how to use the 
MyHealth 3-Sentence Summary at every clinic 
visit. She even updated her own MyHealth 
Passport with the help of her mom.

Around age 15, Kalee also attended a cardiol-
ogy family education event, where members of 
the Good 2 Go Transition Program played 
Transition Jeopardy with all the adolescents, and 
she learned about some of the key differences 
between pediatric and adult healthcare systems. 
At 17, she attended a transfer education clinic 
during which she learned more about what to 
expect at her adult cardiology program and even 
met a young adult graduate who went through a 
similar transfer. She went on a tour of the adult 
clinic to learn where to go at her first adult 
appointment. Before she left, Kalee was provided 
with some resources on Planning Your Future, 
with specific information on how to prepare for 
university with a chronic health condition. 
Finally, as Kalee approached 18, her cardiology 
clinic team celebrated her graduation, providing 
her with a copy of her discharge note, transfer 
checklist, and a graduation certificate with every-
one’s signatures. Each of these tools and moments 
in her care at SickKids prepared Kalee, and her 
parents, for her entry into adult care. She knows 

her transition will continue even after transfer, 
and she’s Good 2 Go.

 Facilitators for Success

The success and sustainability of the Good 2 Go 
Program is due to multiple factors: financial support 
by SickKids leadership to pay for personnel, to pro-
vide these individuals with creative freedom to meet 
the transition needs of patients, to develop and dis-
tribute tools, and to provide training and mentorship 
to current staff, new staff, and inter-professional 
trainees. There was a rigorous feedback loop 
between Good 2 Go patient and family alumni, each 
contributed ideas and compliments, and then shared 
their experiences to improve the program. Finally, 
enthusiasm and the cohesion of the core team mem-
bers over the years have been invaluable.

 Innovations in Action

The transition program strives to remain innova-
tive by keeping up with the literature and 
exchanging ideas with other professionals doing 
HCT work. Promoting the adoption of our 
resources (rather than reinventing the wheel) and 
asking for permission to use others’ ideas lead to 
the rapid spread of best practices. It has also been 
important that the program does not always take 
leadership of local groups aiming to improve 
transition quality. For example, Good 2 Go 
chooses to contribute to a network of profession-
als (in downtown Toronto’s adult hospitals) who 
are interested in transitions and the emerging 
adult, rather than leading or taking responsibility 
for the group’s function and goals.

Program practices have been described 
through peer-reviewed publications, an example 
being the THRxEADS interview model, in that 
transitions-related questions are added to the 
traditional HEADS interview for YSHCN [7]. 
Others practices have been shared, without a 
formal evaluation, such as MyHealth 3-Sentence 
Summary (the idea that adolescents can learn to 
present their health history to a new healthcare 
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provider in the same way that medical trainees 
present to their supervisors). Validation of these 
processes is needed.

We worked with an inpatient unit for several 
years to establish robust transition interventions. 
This started with kidney and liver transplant 
patients and has spread to other populations. The 
most recent addition is evening groups that employ 
some of our more fun techniques (Transition 
Jeopardy, Transition Jenga, Kahoot). The feed-
back has been excellent and the nurses on this 
ward now feel comfortable leading the groups 
without help. It would be wonderful to be able to 
use a simulation lab to help patients go through 
situations they will encounter in the adult health-
care system. However, simulations are expensive. 
Instead, we are introducing quasi- simulation 
called the alien test. We ask patients, “If your par-
ents were kidnapped by aliens, what would you do 
to get more medications before you have taken all 
the ones you have?” We then help them, with 
prompts, work through this process, with the criti-
cal steps being knowledge of medication names 
and doses, recognition of refills, prescriber of 
refills, pharmacy contact information, transporta-
tion to pharmacy, and payment. In a quality 
improvement project using this tool, patients all 
needed at least one prompt. On the whole, they felt 
more confident about getting their medications. 
We were able to engage a medical resident to take 
this idea on as part of a 1-month research project to 

evaluate if the alien test could work. More impor-
tantly, this example emphasizes how we work to 
influence the next generation of medical practitio-
ners to become transition leaders.

 Next Steps

Our immediate plans are to disseminate two smart-
phone apps in the next year, to get the word out 
about our hospital’s new transition policy, and to 
continue creating resources and programs for 
young people and families with the biggest transi-
tion obstacles including those with complex medi-
cal issues that, up until recently, have been 
exclusively pediatrics issues or for young people 
with autism and other developmental delays. There 
are challenges ahead. Every year at budget time, 
we worry that transition will be seen as last year’s 
issue, or not as important as some other program, 
and that we will experience a major and massive 
cut to our program. We work hard to prove our 
worth to our institution on a regular basis to keep 
funding available. We know that we are still far 
from our goal of having every one of our patients 
fully prepared to leave our hospital by age 18, but 
we move closer every day. Table 35.2 contains tips 
for starting and sustaining a transition program and 
Table 35.3 contains favorite innovations, impacts, 
and moments from the Good 2 Go Program.

Table 35.2 Tips for a starting and sustaining a transition program (lessons learned)

• Embrace new people—gaps in personnel are challenging, yet, often new great people and ideas join the HCT 
team—even if just temporary. The same goes for students, trainees, and mentorship opportunities

• It’s ok to toot your own horn—if you are doing great transition-related work, spread the word so that others can 
learn from your successes (and failures) along the way

• Collaborate on ideas and don’t think you can do it all alone. Let others lead projects, even if you are the 
expert—everyone is the expert in something.

• Small things count and small wins add up. Even if you want to change everything, start with something small

• Have dedicated time to recoup as a team and frequently. While each team member will have their pet project, 
everyone needs to work together

• Be creative, be a kid, have fun, and keep it positive. Every game can become a transition game. Celebrate 
achievements of patients (and providers) along the way with graduation ceremonies, certificates, and thank you 
cards!

• When starting to work with a new program, engage as large a group as possible and continue being totally 
inclusive (both staff and families), rather than investing in only supporting one champion. If that champion 
leaves, so can all the work and great changes

35 A Successful Healthcare Transition Program in a Hospital Setting
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Different Healthcare Transition 
Models

Cecily L. Betz

 Introduction

Beginning nearly three decades ago, the chang-
ing survival rates of children diagnosed with spe-
cial healthcare needs (CSHCN) and disabilities 
were forecasted to bring about significant changes 
in the care models to meet their service needs [1]. 
In response, experimental models of care were 
developed to support this new generation of 
CSHCN who were growing into adulthood [2]. 
Since then, the tentative stages of early service 
development have progressed at an accelerated 
pace with the development, implementation, and 
testing of HCT service models [3–7]. Currently, 
limited evidence exists regarding interventions to 
effect successful HCT outcomes; however, a 
growing body of research and consensus opinion 
are available to guide the development of models 
considered to exemplify best practices [8–14].

This chapter will begin with an examination of 
the recommended structural components to include 
in the development of healthcare transition service 
models. Service components of HCT models of care 
that have been described in the literature will be pre-

sented. A discussion of the processes involved with 
HCT, which are based upon the frameworks of HCT 
care reported in the literature, will follow. Depending 
on the service model, the process of service delivery 
differs in terms of the selection and integration of 
structural components. A discussion of the expected 
and proposed outcomes of HCT care will be pre-
sented, and the chapter will conclude with an analy-
sis of the current state of model development.

 Key Structural Components 
of Different Models

To date, position statements authored by the major 
pediatric professional organizations have provided 
the guidance for the early development of HCT 
service models [8–11, 13, 14]. Although there is 
widespread recognition of the limitations of the 
HCT models given their preliminary stages of 
development, there is an emerging body of evi-
dence to support the inclusion of structural com-
ponents as integral to this service model 
evolvement. The key HCT structural components 
that will be discussed are the Adoption of HCT 
Guidelines/Protocol of Care, Period of Preparation, 
Transfer/Transition Readiness Assessment, Care 
Coordination, Healthcare Transition Coordinator, 
Medical Summary, Healthcare Transition Plan, 
Ongoing Instructional and Self-Management 
Support, and Evaluation of Outcomes. These 
structural components often require adaptation to 
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appropriately meet the needs of specific diagnostic 
groups of  adolescents and young adults with spe-
cial healthcare needs (AYASHCN) [6, 15].

Adoption of HCT Guidelines/Protocol of Care. 
Ideally, the guidelines or protocol of HCT services 
to be delivered over the program preparation period 
serves as the template for implementation. Position 

statements authored by specialty organizations (i.e., 
American Academy of Pediatrics, Society of 
Pediatric Nurses) are available for guidance in the 
development of a program-specific service for a 
diagnostic group of AYASHCN or for institutional-
wide policies and procedures as presented in 
Table 36.1 [9, 10]. Other resources for HCT pro-

Table 36.1 Resources to consult for the development of HCT protocols/clinical guidelines

Resource Description Key structural elements

Clinical Report- 
Supporting the Health 
Care Transition from 
Adolescence to 
Adulthood in the Medical 
Home (AAP, 2012)

Depicts an algorithm to 
assist pediatricians with the 
development of guidelines/
protocol that can be 
adapted to their 
programmatic needs

• Initiate HCT plan at age 12 years
• Start HCT planning at age 14 years
• HCT is individualized and written based upon 

identified needs beginning at age 14 and expanded as 
needed

• Plan is reviewed regularly and updated
• Readiness assessments are conducted
• Transfer of care occurs when pediatric eligibility 

terminates

2016 Society of Pediatric 
Nurses Transition 
Position Statement

Provides a framework for 
the development of a HCT 
protocol, which is 
nursing-focused based 
upon an interdisciplinary 
model of care

• Extended HCT preparation (age 12): This preparation 
involves nurses and interdisciplinary colleagues with 
the expertise in the comprehensive biopsychosocial 
needs of all adolescents as they move from pediatric-
focused care to emerging adult and adult provider 
systems

• Transfer of care period: The process of execution will 
begin prior to the transition to adult care, and the 
intensity of the execution process will increase as 
plans progress

• Post healthcare transition/transfer of care: Although 
pediatric nurses do not generally provide direct care 
for young adults following the transfer of care, there 
are several important considerations to be addressed 
following the transfer to adult care to ensure 
successful outcomes

Six Core Elements of 
Health Care Transition 
2.0

Provides a framework for 
guidance to assist with the 
development of a HCT 
service program

• Transition policy
• Transition tracking and monitoring
• Transition readiness
• Transition planning
• Transfer of care
• Transfer completion

6 Key elements and 1 
Indicator (Suris & Are, 
2015)

Provide guidance with the 
development of HCT 
service models in terms of 
conceptualizing the 
components of the service 
model to foster the 
successful HCT

• Patient not lost to follow-up (indicator)
• Assuring a good coordination between pediatric and 

adult professionals (key element)
• Starting planning transition at an early age (key 

element)
• Discussing with patient and family about self-

management (key element)
• Including young person’s views and preferences to 

the planning of transition (key element)
• If developmentally appropriate, seeing the adolescent 

alone at least for part of the consultation (key 
element)

• Identifying an adult provider willing to take on the 
young patient before transfer (key element)
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gram development found in Table 36.1 include the 
Six Core Elements of Health Care Transition 2.0 
[16] and the HCT framework developed by Suris 
and Akre that identifies six key elements and indica-
tors considered essential for a HCT program and 
demonstrative of its success [12].

Period of Preparation. All HCT service mod-
els incorporate a period of preparation. The ser-
vice interval for HCT preparation depends on the 
structural components and the process of the 
model design. Some models concentrate on the 
transfer of care with a short-term focus compared 
to those whose focus is more divergent, that is, 
directed toward other facets of healthcare transi-
tion planning. Examples of the latter include the 
Movin On Up, Center for Youth and Adults with 
Conditions of Childhood model, and a transi-
tional program for youth with juvenile idiopathic 
arthritis [17–21]. Pediatric professional organiza-
tions recommend that the preparation period be 
initiated in early adolescence, between the ages 
of 12 and 14 years [9, 10]. One model suggests 
initiation of HCT planning at nearly 10 years of 
age [17]. Programs with longer preparation peri-
ods incorporate a life span approach extending 
from early adolescence to emerging adulthood. 
Preparation programs that emphasize the transfer 
of care are less focused on other developmental 
considerations and are generally 2 years or less in 
duration [3–7, 22, 23].

Transfer/Transition Readiness Assessment. 
For many AYASHCN who receive specialty care 
in a pediatric medical center, there is an inevita-
ble future date wherein interdisciplinary services 
are terminated as insurance coverage ends. 
Termination of insurance plan eligibility varies, 
with public insurance coverage ending between 
18 and 21 years of age and private insurance cov-
erage ending at age 26 (see Chaps. 8, 23, 24, and 
25). Hospital policies concerning the termination 
of the provision of care for AYASHCN who lose 
insurance may differ among selected specialty 
care departments within the same institution.

Some programs use age as the determining 
factor for transfer timing, typically between 18 
and 21 years; other programs transfer care based 
upon significant life events, such as marriage or 
pregnancy, that legally enable younger adoles-

cents who have not yet reached the state’s age of 
majority to become the decision-maker [3–5, 11]. 
Other programs recommend the transfer to adult 
care based on a more comprehensive approach 
that involves formalized assessment of readiness 
and/or determination of the AYASHCN’s matu-
rity [14, 24–26]. Various readiness assessment 
tools available are described in Chap. 13. These 
measures are generally used to evaluate areas in 
which greater transition preparation is needed. 
Some experts have advocated for HCT planning 
to begin early in adolescence for those with com-
plex medical needs such as AYASHCN with 
severe seizures or spina bifida, wherein the mean-
ing of readiness does not infer an immediacy or 
soon-to-be-anticipated transfer of care [3, 17, 27] 
but rather a long-term process of knowledge and 
skill attainment [3, 17, 27]. The ultimate goal of 
all HCT preparation programs, whatever the 
model, is to facilitate the AYASHCN’s adaptation 
to a new system of care and transition into a stage 
of development with higher-order competencies 
to function as independently and productively as 
possible [24].

Transition readiness refers to a defined set of 
generic and fundamental skills/knowledge that 
AYASHCN should possess prior to transferring 
to adult care such as making physician appoint-
ments, knowing the names of medications, and 
communicating with their healthcare providers. 
An important element of the transfer of care is 
the identification of self-management skills and 
knowledge that the AYA may still need to learn to 
be as self-sufficient and self-reliant as possible 
[8–10].

Self-management, which is the ability to 
manage the tasks associated with the daily 
care needs of the AYASHCN, is an essential 
self-care competency that must be achieved. 
The self-management skills and knowledge 
needed to be as feasibly independent as possi-
ble will be dependent on the level of involve-
ment of the SHCN, the type of SHCN, and the 
functional capacity of the AYA, which includes 
cognitive level of functioning and gross and 
fine motor skills. Healthcare self- management 
not only involves the most fundamental tasks 
associated with daily management of the 
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condition but also the array of competencies 
needed to be a health-literate and health-compe-
tent consumer [17].

A number of condition-specific self- 
management tools to assess self-management 
knowledge and skills exist (see Chap. 13 for a 
more thorough description of available mea-
sures). For example, the Epilepsy Self- 
Management Scale (ESMS), with established 
psychometric properties, measures epilepsy self- 
management [28, 29]. The Adolescent/Young 
Adult Self-Management and Independence Scale 
II with demonstrated reliability and validity has 
been used with adolescents and emerging adults 
(ages 12–25 years) with spina bifida to measure 
self-management as it pertains to their condition 
and independent living [30, 31]. Tools measuring 
self-management knowledge and skills of AYA 
with type 1 diabetes, HIV, and arthritis have been 
reported [32–34].

Instruction enables AYA with SHCN to 
become more informed and competent as health-
care consumers, which is pivotal to functioning 
as independently and productively as possible as 
adults [35]. For parents, preparatory instruction 
not only provides them with the HCT knowledge 
and skill building they may need to be effective 
advocates but also to be a navigator for their son 
or daughter [36].

Care Coordination. As the Agency for 
Healthcare Research and Quality states: “Care 
coordination involves deliberately organizing 
patient care activities and sharing information 
among all of the participants concerned with a 
patient’s care to achieve safer and more effective 
care” [37]. Care coordination, which can be pro-
vided by any discipline, is essential to the provi-
sion of comprehensive HCT services. 
Community-based pediatric care based upon a 
medical home model provides care coordination 
services (Table 36.1; see also Chap. 26). 
Beginning with their diagnosis, most AYASHCN 
require services from an interdisciplinary team. 
This requires care coordination, which intensifies 
during HCT planning and transfer. A HCT coor-
dinator is pivotal to ensure the uninterrupted 
transfer of care and referrals to community-based 
systems of care for AYASHCN [7, 9, 10, 19, 20, 

27, 38–41] (see Table 36.2). Care coordination 
activities include (a) continuous assessment of 
needs, (b) reevaluation of services provided 
based on emerging needs, (c) facilitating commu-
nication among team members and among team 
members and AYASHCN and their parents/
guardians, (d) ensuring referrals are completed, 
(e) providing ongoing instructional and self- 
management support, and (f) serving as an infor-
mational resource.

Healthcare Transition Coordinator. The HCT 
coordinator [3, 5, 10, 17, 20, 25, 38–40, 42, 43] is 

Table 36.2 Role responsibilities of healthcare transition 
coordinator

• Serves as the lead for the development of the HCT 
policy

• Ensures team members are cognizant and supportive 
of HCT policy

• Identifies the needs for HCT program materials/
resources

• Designates (when possible) individuals responsible 
for creating resources; assists with the development 
of resources

• Coordinates the assessment of transition readiness

• Coordinates the ongoing assessment of self-
management knowledge and skills

• Serves as the lead for healthcare transition planning

• Facilitates the development of the written healthcare 
transition plan

• Formulates with team members realistic timeframe 
for goal achievement

• Continuously monitors needs for HCT services and 
supports

• Serves as the liaison/contact person for the AYA 
with SHCN and family pertaining to HCT

• Updates the HCT Plan as needed

• Implements a plan to evaluate the outcomes of care

• Serves as the liaison among HCT team members to 
facilitate communication pertaining to changes in 
AYA status; scheduling

• Facilitates care coordination that involves clinical, 
biopsychosocial, and educational needs

• Facilitates service referrals to transition and adult 
agencies; systems of care

• Facilitates the transfer of care procedure

• Ensures that each AYA whose care is transferred has 
medical summary

• Works with financial administrator to obtain 
reimbursement for services

• Develops and implements quality improvement 
projects to assess outcomes of services [6, 8, 15, 36]
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responsible for coordinating the clinical evalua-
tions and recommendations of HCT team mem-
bers into a HCT plan of care that integrates 
diverse perspectives and input based upon the 
needs of the AYASHCN and family. The HCT 
coordinator is typically responsible for ensuring 
that referrals for services and supports are made, 
identified needs for instruction are provided, and 
benchmarks achieved or to be achieved are noted 
[17, 26, 43]. To illustrate, in a patient with spina 
bifida who is also obese, the physical therapist 
recommends increasing physical activities and 
exercise and offers a listing of community-based 
adaptive sports and exercise programs. The dieti-
cian’s recommendations pertain to workable 
weight management strategies the AYA and fam-
ily have discussed. The HCT coordinator will 
ensure that (a) PT has provided the AYA and par-
ent with the list of available community-based 
programs and has reviewed the offerings listed 
with them, (b) the AYA and parent are encour-
aged to contact the clinic office if obstacles are 
encountered with contacting these programs, (c) 
PT follows up with the AYA and parent as to the 
recommendation made during the previous clinic 
visit, adjustments are made as needed, (d) the 
dietician provides contact information should 
questions/issues arise, and (e) dietician is sched-
uled to follow up with the status of weight man-
agement goals. The HCT coordinator serves as 
the primary team member responsible for moni-
toring and updating the plan, as needed.

Importantly, the HCT coordinator serves as 
the liaison to the AYA and family for issues 
encountered during the planning process, infor-
mational needs, and requests for additional ser-
vice referrals. The HCT coordinator is viewed as 
the designated resource for the transfer of care, 
access to transition, and adult-related services as 
well as the conduit for questions pertaining to 
interdisciplinary and interagency services and 
supports. Updates on AYA and family issues and 
benchmarks of achievement are noted by the 
HCT coordinator and transmitted to other team 
members for updates and possible informational 
input to relay back to the AYA and family. A list-
ing of HCT coordinator positional responsibili-
ties is presented in Table 36.2.

Medical Summary. A transition medical 
summary is a concise synopsis of the AYA’s medi-
cal history and current plan of care for the receiv-
ing adult provider/team members [5, 9–11, 14, 
25]. An informative medical summary contains 
the following content: (a) diagnosis and its date of 
confirmation; (b) condition severity and level of 
involvement based upon provider’s estimate/pre-
determined criteria; (c) comorbidities; (d) previ-
ous surgeries including type(s) and date(s); (e) 
previous ED visits including reasons and dates; 
(f) previous hospitalizations including reason (s) 
and date (s); (g) history of complication(s)/
relapse(s); (h) medications, dosage, frequency, 
and administration mode; (i) daily treatments 
required for management (i.e., catheterization, 
postural drainage); (j) use of assistive devices 
(i.e., braces); (k) special diets, use of formulas, 
and total parental nutrition; (l) allergies; (m) mea-
surements (i.e., BMI); (n) vital signs; and (o) con-
tact information of HCT coordinator and members 
of pediatric team. A number of medical summary 
formats are available (see Table 36.3).

Healthcare Transition Plan. The HCT plan 
serves as a road map during preparation for HCT 
(described below). The plan begins with an 
assessment of needs and future plans, which then 
guides the development of the plan [9, 10, 17, 
26]. Depending on the scope of services provided 
in the HCT program, those that focus on the 
transfer of care will formulate plans with AYA 
and, as appropriate, other family members. 
Identification of the adult primary and specialty 
providers who have the expertise and experience 
to provide the necessary services to the 
AYASHCN is a priority. Depending on the trans-
fer structure arrangements, such as a joint HCT 
service clinic, the HCT plan may include details 
as to the coordination of joint care management 
(see Pediatric-Adult Provider Transfer Models of 
Care, below).

The plan should include maintaining or 
acquiring access to a health insurance plan that 
meets the AYASHCN’s needs. Prior to the trans-
fer of care, arrangements for supplies and durable 
medical equipment vendors should be made. 
Requisitions for durable medical equipment, i.e., 
wheelchairs, assistive devices (i.e., walkers, 
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crutches), and braces, may be needed to avert 
unnecessary delays in obtaining replacements if 
the equipment is no longer usable.

HCT programs that are more comprehensive 
incorporate other transitions to future planning, 
including postsecondary education/training; job 
development and placement; community living 
planning such as housing, civic responsibilities, 
public transportation, and recreational programs; 
and social relationships and programs. Additional 
content on the process involved with comprehen-
sive models of care is presented in the section 
entitled Comprehensive Model of Care.

Ongoing Instruction, Self-management, and 
Support. The discussion begins with instructional 
needs for parents and AYASHCN and then self- 
management as it intensifies during HCT plan-
ning and concludes with the use of transition 
readiness assessments.

Parental support can be provided to caregivers 
as they undergo the process of role and responsi-
bility changes [9, 10, 36]. The parent’s role as the 
person responsible for the care and/or oversight 
of their children’s care evolves to a role of relin-
quishing some or all of their parental caregiving 
responsibilities [44–48]. Surveys have identified 
parent learning needs pertaining to transition and 
adult-related services and programs that their 
children will eventually access in order to be bet-

ter informed and helpful to their children [36, 
49]. Although reaching out to parents has been 
identified as a component of care, scant efforts to 
provide programmatic support during the HCT 
process have been identified [36, 50, 51].

In studies exploring AYA’s instructional needs, 
issues pertaining to information about the transi-
tion process, the availability of adult services, 
and the additional information about their condi-
tion have been identified by AYA [35]. Although, 
HCT programs report instructional assistance 
provided to AYASHCN, it is unclear as to the 
type, scope, and effectiveness of instruction pro-
vided. Preparatory instruction for AYA has been 
identified as an area of need to be addressed in 
HCT programs. Although recommendations have 
been suggested in terms of peer support programs 
to assist AYA during this period of HCT, few 
have been implemented and validated [35, 44, 
52, 53].

 Key Processes that Define Different 
Models

There are two predominant HCT delivery mod-
els: the transfer vs. transition models. The trans-
fer model has a narrow focus: the transfer of care 
from pediatric to adult healthcare systems, 

Table 36.3 Examples of medical summaries

Medical summaries

American College of 
Rheumatology

Medical Summary and Emergency Care Plan: Juvenile Idiopathic Arthritis
https://www.rheumatology.org/Portals/0/Files/Medical-Summary-JIA.pdf

American College of 
Rheumatology

Medical Summary and Emergency Care Plan: Systemic Lupus Erythematosus (SLE)
https://www.rheumatology.org/Portals/0/Files/Medical-Summary-SLE.pdf

Carolina Health and 
Transition (CHAT)

Alliance of Disability Advocates, Center for Independent Living, Raleigh, North 
Carolina
http://sys.mahec.net/media/brochures/youth_guide.pdf

Got Transition? Sample Medical Summary and Emergency Care Plan
Six Core Elements of Health Care Transition 2.0
http://www.gottransition.org/resourceGet.cfm?id=227

Healthcare Information 
and Management 
Systems Society 
(HIMSS).
Type I and Type II 
diabetes ©2012

Clinical Summary for New Health Care Team
http://s3.amazonaws.com/rdcms-himss/files/production/public/HIMSSorg/Content/files/
SampleFormClinicalSummaryTransitionNewHealthCareTeam.pdf

MyHealth Passport SickKids Hospital website
https://www.sickkids.ca/myhealthpassport/
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including primary and specialty care. The transi-
tion model is broader in scope. Its aim is to not 
only facilitate the transfer of care to the adult 
healthcare system but to address the other 
domains of emerging adulthood. Recently pub-
lished systematic reviews have noted that most 
studies examining HCT models of care have 
focused primarily on the transfer of care to adult 
providers [1, 3, 12, 21, 22, 27, 56].

Comprehensive Model of Care. A framework 
of several HCT service models reported is based 
upon a comprehensive model of care [4–7, 54]. 
These models incorporate a broader perspective: 
facilitating the transfer of care and transition to 
adulthood. The HCT preparation period of com-
prehensive models of care is usually longer; it 
may extend from early adolescence to emerging 
adulthood, distinguishing the transfer of care as 
an event in contrast to the process of healthcare 
transition planning [3, 5, 6].

Comprehensive models of care are based upon 
a life span approach that addresses the biopsycho-
social and developmental needs of AYASHCN. A 
comprehensive HCT model acknowledges that 
AYASHCN needs permeate all aspects of living 
and, therefore, require attention to other domains 
including educational, employment, social, and 
community living [15, 54].

The scope and breadth of comprehensive ser-
vice models are dependent upon the resources 
and support within the healthcare setting and in 
the community of choice of the AYASHCN and 
their family. For example, the scope of interdisci-
plinary (ID) services in a tertiary level pediatric 
healthcare setting will differ from services in a 
rural setting. There may be limited job training 
and employment opportunities for AYASHCN in 
rural compared to urban settings. Other alterna-
tives can be considered such as local volunteer 
experiences, informal networking with family 
and friends, as well as online training programs.

Initiation of a comprehensive HCT program 
takes time and can be done incrementally. The 
development of the capacity to provide compre-
hensive services is a process requiring ongoing 
time and effort. The development of a HCT pro-
gram plan that includes the framework for imple-
mentation with benchmarks to be achieved as 

identified in the tables of this chapter will ulti-
mately facilitate the achievement of its mission 
and goal.

Based upon a comprehensive HCT approach, 
self-management instruction is not solely focused 
on the fundamental tasks and knowledge required 
for daily SHCN care. Self-management instruc-
tion attends to other lived experiences that the 
AYASHCN encounter that are affected by the 
chronic condition. For example, instruction on 
acquiring the health-related accommodations 
needed in the educational settings is provided to 
ensure the student receives the support needed to 
perform academically [11].

Instruction about the provision of health- 
related accommodations in schools includes 
advocacy training for parents/guardians and 
AYASHCN about obtaining needed health- 
related accommodations. The HCT coordinator 
would review the adolescent’s current IEP or 504 
plan in terms of what is currently being provided 
and what may be needed. Also, the HCT coordi-
nator would be expected to provide instruction to 
the AYASHCN and parents/guardians about the 
student’s legal rights and protections pertaining 
to receiving additional services and supports at 
school as illustrated in the case example at the 
end of the chapter.

Comprehensive models of care continuously 
explore AYASHCN needs for advocacy, service 
and support referrals, and instruction as it per-
tains to their lived experiences and future plan-
ning. For example, youth employment could be 
explored at age 16 years. Participation in youth 
employment programs is associated with posi-
tive psychosocial outcomes [55, 56]. 
Additionally youth employment programs pro-
vide AYASHCN with preparatory job training 
and experiences in a supportive and supervised 
environment as the students will be trained by 
job coaches who, in many instances, will be 
coordinating these efforts with school person-
nel. HCT coordinators are in an ideal position 
given their understanding of the health-related 
services and supports needed for employment 
purposes to make referrals to youth employ-
ment programs that include these job training 
and placement experiences.
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Other activities related to employment options 
include counseling AYA on their rights and pro-
tections as an interview applicant to address 
issues of disclosure concerning their condition. 
Anticipatory guidance can be provided about 
employment issues concerning provision of 
workplace accommodations, workplace 
resources, and dealing with coworkers and super-
visors. These long-term recommendations 
enhance AYA efforts to obtain employment.

These selected examples of services provided 
illustrate the scope and depth of HCT planning 
offered in comprehensive models of care. The 
extent to which comprehensive services can be 
provided will depend on the resources available 
not only within the healthcare setting but also 
within the community itself.

Pediatric-Adult Provider Transfer Models of 
Care. There are differences between the pediatric 
and adult systems of healthcare, including the 
family-centered model in pediatrics compared to 
patient-centered model in adult care [26, 57]. For 
additional content on the service delivery differ-
ences between these two systems of care, refer to 
Chap. 15.

Training and clinical practice concerns per-
taining to the provision of care during HCT have 
been identified in studies of pediatric and adult 
providers. Pediatricians and adult providers iden-
tify the limitations of their training for AYASHCN 
and hence their hesitancy to provide services to 
this growing population [57]. Pediatricians iden-
tify gaps in their training and clinical practice 
pertaining to HCT planning best practices.

The competencies and comfort level of adult 
providers to provide care to AYASHCN have 
been described [58]. Furthermore, adult provid-
ers have AYASHCN referred to them as ill- 
prepared healthcare consumers [59].

The limitations of knowledge and clinical acu-
men of providers of both systems of care are not 
confined to provision of primary and specialty 
care services. It also involves knowledge of com-
munity resources and other health-related ser-
vices such as therapy, durable equipment and 
medical supply vendors, and disability advocacy 
organizations. It also involves knowledge of 
when to confer with interdisciplinary colleagues 

to initiate referrals for services and adult 
community- based agencies that can provide 
assistance for psychosocial development and the 
competencies associated with the emerging adult 
[26, 60, 61]. Capacity building of providers on 
both ends of the bridge of two very different ser-
vice models is needed to improve care [26].

The goal of the transfer of care process is to 
eliminate the potential for discontinuity with 
the provision of care and to ensure the receiving 
primary care and specialty adult providers are 
receptive, professionally competent, and well 
informed about the AYA’s past medical history 
and treatment needs [4, 11, 15]. The importance 
of the transfer of care has been emphasized in 
position statements of pediatric, pediatric and 
adult consensus, and interdisciplinary organiza-
tions. The transfer of care to an adult system of 
healthcare is the centerpiece of the healthcare 
transition model. The methodology of imple-
menting the transfer event has been operation-
alized differently in various models reported. 
Table 36.4 displays different models for the 
transfer of care.

These transfers of care models include shared 
service with both the pediatric and adult provid-
ers for a time-limited interval [11, 25], occurring 
in the pediatric setting pre-transfer or post- 
transfer in the adult setting [62]. A variation of 
the formal joint service model is combined meet-
ings with pediatric and adult providers including 
AYA with SHCN and parents present [28]. Some 
programs have shared services pre- and post- 
transfer in both settings [23, 63]. A comparable 
model has been developed involving nurses from 
the pediatric and adult teams who provide joint 
services to AYA with epilepsy [64]. An expan-
sion of the medically-oriented shared services is 
the “joint working” collaboration involving 
pediatric and adult care providers from various 
service systems of care-interagency colleagues 
with whom one is not accustomed to working 
(i.e., job developers and rehabilitation special-
ists) [64].

Another model is the intermediate transfer 
from pediatrics to an adolescent/young adult 
clinic prior to final transfer to adult services [32, 
65, 66]. Other models locate adult providers on a 
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less formalized basis [8–10, 14, 25] wherein the 
AYA is referred to the adult provider without any 
prior contact. In one transfer program, the AYA is 
expected to assume the responsibility for making 
the appointment [67], whereas in another model, 
the HCT coordinator is responsible for coordinat-
ing the transfer of care [68].

There is general agreement that transfer of 
care should be a formalized and structured pro-
cess [4, 11]. An important feature, although not 
always possible, is to have ongoing professional 
communication between the transfer teams based 
upon mutual commitment and collaboration [15]. 
Effective channels of communication are predi-
cated on forming partnerships with providers in 
the community, which requires additional time 
and effort between service centers/providers. 
However, the pediatric-adult partnerships 
described here can be more difficult for larger 

medical centers that draw populations of 
AYASHCN from larger catchment areas. In these 
situations, an emerging adult may live far beyond 
the catchment area of the pediatric medical cen-
ter, and forming professional linkages with adult 
providers in their community may be difficult for 
the pediatric specialty program. In other circum-
stances, the emerging adult may move to another 
state to attend college or for employment, eco-
nomic, or social reasons, creating additional 
challenges to locating adult primary and specialty 
care providers.

 HCT Program Outcomes

The measurement of HCT program outcomes has 
been a challenge. The majority of outcomes 
reported are service-oriented rather than 

Table 36.4 Transfer of care models

Program Providers involved Transfer protocol

Cadario 
et al. 
(2009)

HCT coordinator; 
pediatric and adult 
endocrinologists

1. Joint pediatric and adult endocrinologist last visit in pediatric care
2. Summary report given to AYA and adult MD
3. Joint pediatric and adult endocrinologist first visit in adult care

Hankins 
et al. 
(2012)

Pediatric 
hematology nurse 
case manager

1. Tour of adult clinic and meet members of adult hematology team
2. Lunch with pediatric team to discuss issues pertaining to transfer of care and 

transition
3. RN case manager schedules appointment with hematology adult services

Hazel 
et al. 
(2010)

Nursing 1. Transfer letter sent to adult rheumatologist
2. Youth (between 17 and 19 years of age) are responsible for making 

appointment
3. Nursing monitors until transfer is complete

Holmes- 
Walker 
et al. 
(2007)

HCT coordinator 
(diabetes 
educator)

1. Transfer of care from pediatric to young adult clinic (YAC) prior to final 
transfer to adult services

2. YAC based in adult hospital
3. Telephone reminders
4. Missed appointments rebooked
5. After hours telephonic support

Pyatak 
et al. 
(2017)

Pediatric and 
young adult case 
managers (public 
health 
background)

1. Transfer from pediatric clinic to young adult diabetes clinic (up to 30 years of 
age)

2. Received reminder calls for clinic visits and follow-ups pertaining to clinic 
attendance

Steinbeck 
et al. 
(2015)

HCT coordinator 1. Provided hard copy and flash drive of transfer information including adult 
providers, diabetes resources; letter of referral

2. Scheduled appointment with adult provider
3. Structured series of calls to follow up on adult appointment

Vanelli 
et al. 
(2004)

Pediatric and adult 
MDs

1. Information about the forthcoming transfer of care provided at 18 years and 
older

2. 1st joint peds/adult visit in pediatric care
3. 2nd joint peds/adult visit in adult care
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 AYA- oriented. Additionally, examination of the 
outcomes associated with HCT has been predom-
inately focused on those associated with the 
transfer event such as clinic attendance, avoid-
able emergency department visits, and hospital-
izations [6, 69, 70].

HCT outcomes are categorized into two pri-
mary types: disease specific and non-disease spe-
cific [6]. As several systematic reviews of the 
literature demonstrate, the predominant outcome 
type reported to date is disease-specific [3, 66], 
including biomedical measures and use of clini-
cal services, such as hospitalization rates and 
emergency department use. Non-disease out-
comes include demographic data (i.e., race, age, 
gender) and psychosocial variables (patient acti-
vation, self-efficacy, employment, postsecondary 
enrollment) and those related to the transfer of 
care event (i.e., age of transfer, AYA self-report, 
clinic attendance, rates of retention).

Examples of biomedical indices used to mea-
sure HCT outcomes include A1C levels [32, 71], 
tacrolimus levels [42], and other indices of health 
status such as blood pressure and adverse conse-
quences of congenital adrenal hyperplasia [72]. 
Transition outcomes suggested for monitoring 
adolescents with hemophilia are bleeding epi-
sodes, joint functioning, and adherence to factor 
replacement regimen [73]. Several studies report-
ing on the transfer of care of AYA with solid 
transplants have examined transplant loss and 
rejection as HCT outcomes [74, 75]. The bio-
medical indices serve as proxy measurements of 
adherence behaviors and uninterrupted access to 
adult care [3, 6, 42, 69]. Examination of disease- 
specific outcomes has limitations as the findings 
may not be generalizable.

Outcomes with generic focus have more appli-
cability [3, 69]. The most frequently studied non-
condition indices are clinic attendance [6], patient 
satisfaction [21, 42, 76, 77], and quality of life [6, 
42, 78]. Few studies have examined outcomes 
associated with postsecondary education, 
employment, housing, or rates of marriage/part-
nerships with significant others [69, 79, 80] due 
in part to the emphasis on the transfer of care [3, 
6, 80]. The paucity of research investigating psy-
chosocial outcomes is due in part to the lack of 

theoretical frameworks used as the basis for the 
study [2, 3, 12, 16, 66, 81, 82]. There is also a 
lack of consistency with the time intervals 
selected to measure the outcomes of HCT ser-
vices. A recent systematic review reported that 
measurement of study outcomes ranged from 3 to 
24 months [4]. However, many challenges exist 
with tracking AYASHCN into other systems of 
care, and include loss to follow-up, assignment of 
new identifiers that prohibit tracking, and the 
costs associated with long-term tracking [4, 6].

 Limitations of the Science

Limitations of the aforementioned research 
include:

• Lack of rigorous designs as few randomized 
control designs were cited [3–6, 70, 80, 81].

• Small convenience samples with insufficient 
power for analysis [4].

• A lack of consistency with the operationaliza-
tion of the construct of transfer of care.

• Insufficient details provided about the inter-
ventions make it difficult to understand inter-
vention effects [3–6, 70, 80, 81] and synthesize 
findings across studies [26].

• Few intervention models incorporate technol-
ogy; unlike previous generations, this genera-
tion of AYASHCN is accustomed to and often 
prefers it [15].

Also noted was the testing of the models them-
selves as the interventions were complex and were 
not adequately tested. Each of the studies reviewed 
incorporated multidimensional interventions that 
were not sufficiently tested as to program effects [4, 
70]. Most of the reviews on the transfer of care 
focus on specialty care; few have explored the trans-
fer of primary care [4]. Even fewer studies have 
explored issues pertaining to other populations of 
youth such as those with mental health problems 
[26, 80]. Importantly, the use of measurements that 
are reliable and valid has not been consistently evi-
dent in the studies conducted as reported in the HCT 
systematic reviews [3–6, 70, 83] nor has the time 
frame for evaluating outcomes [6].
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Future studies will need to address the issues 
and limitations identified to create the evidence 
needed for HCT intervention models. The 
reviews and critical analyses provide a guide to 
designing more rigorous and methodologically 
sound research needed to advance the field of 
practice and science.

Case Example
David and his mother come to the Spina Bifida 
Clinic several months after his corrective bilat-
eral foot surgery as he has been followed postop-
eratively in the orthopedic clinic by the orthopedic 
surgeon. During his recovery period, he has been 
homeschooled as he was to stay off his feet. The 
HCT coordinator meets with David and his 
mother to monitor how his postoperative recov-
ery is progressing as well as the academic and 
health-related accommodations he is currently 
receiving while being homeschooled.

Prior to his foot surgery, the HCT coordinator 
had conferred with David and his mother about 
the forthcoming accommodations he would need 
while recuperating at home. The HCT coordinator 
reminded them that the school is required to pro-
vide the academic accommodations he needs in 
order to keep up with his schoolwork. The HCT 
coordinator explained the accommodations David 
would need during his postoperative recovery 
while at home: (a) home visits by one of the high 
school teachers assigned to work with students 
who have homeschooling and (b) provision of 
classroom assignments and the tutoring needed 
from the homeschool teacher to keep up with the 
classwork. David and his mother are advised to 
consult with the 504 coordinator at his high school 
to formulate the plans needed. Additionally, they 
were advised to contact the HCT coordinator in 
the event they encountered any problems.

During the first Spina Bifida Clinic appoint-
ment following his surgery, David and his mother 
are asked how his homeschool program pro-
gressed as he recovered postoperatively at home. 
David replied that now that he was back at school, 
he was working hard to “catch up” with his 
course work and “bring up” his grades. When 
queried about these statements, his mother 
replied that a homeschool teacher was not avail-

able to tutor David on his academics. In turn, 
David said that he had problems keeping up with 
his classes. David indicated that he was confident 
that he could “pull up his grades” to his former 
GPA average. As the HCT coordinator heard this 
recounting of his current academic challenges, 
David and his mother were reminded of the rights 
and protections that were afforded to him with 
having a 504 plan.

A plan was devised to enable David and his 
mother to participate in discussions with school 
personnel about the accommodations that David 
currently needed. The accommodations included 
the following plans: (a) access to academic tutor-
ing in the classes wherein his grades were not 
equivalent to his typical academic performance, 
(b) additional time to complete his makeup work 
for each of the classes without academic penalty, 
(c) extra time initially for test-taking for exami-
nations in his classes, and (d) academic advise-
ment pertaining to his current GPA and strategies 
for raising up his GPA.

As this case example illustrates, David’s needs 
for healthcare support extend beyond the typical 
confines of the clinical setting. David’s lived 
experience with spina bifida coupled with his 
current stage of development and lifestyle 
extends into the school and community setting, 
wherein he lives, learns, and grows.

This case example describes a prototype of an 
AYASHCN lifestyle situation that is often experi-
enced as reported in national surveys and research 
studies. Situations as described here can have 
enduring effects that last a lifetime such as school 
failure, due in part to the inadequate and/or lack 
of appropriate resources and supports that 
AYASHCN need in the other domains of their 
life. A HCT coordinator and members of the 
HCT team, sensitive to the lived experience of 
AYASHCN, can do much to promote the provi-
sion of needed resources and referrals.

 Conclusion

This chapter presented a detailed discussion 
of the HCT models currently used in practice 
and tested empirically. This examination 
included a discussion of the key structural 
components and the distinguishing processes 
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of various HCT intervention models. A dis-
cussion of the HCT outcomes was provided. 
This chapter concluded with the limitations 
associated with the state of the science as it is 
hindered by the designs and methods that are 
insufficient to generate the evidence needed to 
identify effective models of HCT care that 
will serve to improve outcomes for AYASHCN. 
Although the science of the field is a represen-
tative of the emerging field, much progress 
has been made within the last decade. Many 
more studies, thoughtful commentaries, and 
systematic reviews are strong evidence of the 
growth of the field. Given this backdrop of 
growth and development, it is likely more sub-
stantive evidence will be forthcoming to foster 
the implementation of effective HCT models 
of care.
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Conclusions

Constance M. Wiemann 
and Albert C. Hergenroeder

The natural history of most childhood onset con-
ditions has improved over the past 40 years so 
that 90% of AYASHCN will live into adulthood. 
For some conditions, for example, congenital 
heart disease and cystic fibrosis, there are more 
adults than minors. However, the resources 
invested in treating pediatric conditions have not 
been matched by improvements in methods to 
successfully transition AYASHCN into adult- 
based care. The same sort of ingenuity, persever-
ance, and investments to enhance the diagnosis 
and treatment of child-onset conditions must be 
applied to improving HCT.

The chapter authors in this textbook are pro-
viders, payors, AYASHCN, and families with 
extensive HCT experience. Given the quality of 
the chapter contributions, there is cause for opti-
mism; the collective experience of these frontline 
workers suggests we are not that far from devel-
oping best practices.

The framework for transitioning from pediat-
ric to adult health care includes preparation, 
transfer, and engagement on the adult side. 
Within this framework, HCT models need to be 
developed and tested with the understanding that 
there will not be one solution that applies to all 

settings and conditions. Each will need to recog-
nize the young adult’s brain maturation and the 
accompanying behavioral manifestations across 
diseases with their own natural history as well as 
the impact of the AYASHCN’s immediate envi-
ronment and broader societal systems of care. 
Those AYASHCN with supportive families and 
access to care are more likely to successfully 
transition into adulthood; those with the most 
complicated conditions and from the lowest 
socioeconomic status do not fare as well. 
Definitions of successful HCT are needed, as 
determined by AYASHCN and their families, 
providers, and key constituents in the healthcare 
systems that care for AYASHCN.

Our collective ability to develop and implement 
evidence-based HCT programs hinges on access to 
appropriate services. Healthcare access is being 
threatened by proposed cuts to Medicaid and other 
publicly funded insurance programs in the United 
States and the erosion of protection that AYASHCN 
currently have against discrimination in the insur-
ance market for those with preexisting conditions. 
Although the limitations of medical insurance in the 
United States are associated with increased morbid-
ity and mortality for AYASHCN, improving medical 
insurance coverage alone will not solve all HCT- 
related problems, as problems also exist in single- 
payer systems such as those in Canada and Europe. 
Several chapters suggest different  reimbursement 
models that could go a long way toward better care 
coordination to improve HCT outcomes.

C. M. Wiemann, Ph.D. • A. C. Hergenroeder, M.D. (*) 
Section of Adolescent Medicine and Sports Medicine, 
Department of Pediatrics, Baylor College of Medicine, 
Texas Children’s Hospital, Houston, TX, USA
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There has been increasing research to develop 
evidence-based HCT methods. Innovations are 
evolving such as the role of the medical home 
and the role of pharmacists in improving HCT 
processes and outcomes. There is optimism based 
on increasing research conducted in the field of 
HCT and the publications of HCT guidelines by 
professional societies. However, the field will 
only improve on the basis of rigorous evaluation 
of methods and guidelines.

We have come a long way yet there is much 
more to be done. The progress that has been made 
in HCT over the last two decades should empower 
us to conquer the challenges that lie ahead. To do 
so will be to build on the medical accomplish-
ments of diagnosing and treating pediatric-onset 
conditions of the last century and honor the hero-
ism of AYASHCN and their families to extend 
their quality of life into adulthood.

C. M. Wiemann and A. C. Hergenroeder



383
© Springer International Publishing AG, part of Springer Nature 2018 
A. C. Hergenroeder, C. M. Wiemann (eds.), Health Care Transition,  
https://doi.org/10.1007/978-3-319-72868-1

Appendix*

Example Inpatient Transition Planning Assessment Patient or Caregiver to answer

Date:

Patient: Prefers to be called:

MR# DOB: Age: Sex:

Primary Caregiver(s): Guardianship:

Language/Learning Considerations: Individualized Education Plan Y/N (contact):

Employment/School: DME Provider:

2-line Clinical Summary (incl functional status)

What inpatient and outpatient providers know you best (Why)? 

Admission Pattern (Main reasons for hospital admissions)

Typical Discharge Criteria

Nutrition Considerations

Activity Considerations

Primary Supports and Resources

What level of care can the family deliver at home (e.g. medical devices)? 

Symptom Management/Intervention Plan (e.g. pain plan)

Patient’s Transition Readiness Assessment  

Competency Y/N Patient’s comfort with medical decision making

Verbal Release Y/N My Chart Y/N Code Status 

Have you transitioned to an Adult PCP (if no, has anyone discussed)? 

Have you transitioned to Adult Subspecialists (if no, has anyone discussed)? 

Anticipated Insurance Issues

Other Anticipated Transition/Adult Care Issues

Which of your providers do you want at the transition planning meeting? 

D
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rm
at

io
n

T
ra

n
si

tio
n

 P
la

n
n

in
g

 a
n

d
 R

ea
d

in
es

s

Caregiver comfort with patient’s medical decision making 

Advance Directive Y/N

 

*This Appendix belongs to chapter 27.
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What’s important to me

(to be completed by patient and primary caregivers) 

 

 

Appendix*
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Academic Pediatric Association, 229
Access to care

DECOD program, 332
factors affecting, 326
medical home, 230, 232
post-transition, 62

Administration on Developmental Disabilities (ADD), 
301

Administrative payments, 217
Adolescent and young adult (AYA) healthcare, 21–23
Adolescent Assessment of Preparation for Transition 

(ADAPT) survey, 108
Adolescent behaviour

blame the brain, 18
and brain changes, 18
developmental tasks, 18
novelty seeking, 18
risk-taking, 18–19
sleep cycle, 21
social behaviour, 19–20

Adolescent medicine, training in, 64
Adolescents and young adults (AYA), 228

with IDD, 299
addressing family needs, 303
adult-oriented clinical practice, 307
clinical implications, 308
cross-system collaboration, 309, 311
issues and resources, 305
patient preparation, 303
provider education and training, 304
service systems, 300
training content, 307

palliative care
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adult specialists working with, 177
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barriers to adult care, 65–66
challenges, 49
changes before turning 18, 69
COBRA extension period, 76
with cognitive delay, 40
complex patients, 63
different eligibility criteria for different programs, 

69–70
employer based health insurance policies, 70
and family reluctance, 51–53
frustrations for, 62
HCT (see Health-care transition (HCT))
Healthcare Exchange, 75
inability to self-support, 75
independent interactions, 63
lack adequate preparation for transition, 61–62
lack of internists, 60–61
life course health development, 62
Medicaid eligibility, 73
medical complexity, 173
medical summary, 54
medical team notes, 69
oral health, 331
palliative care, 317, 318, 320
Patient-Centered Medical Home model, 63–64
pediatric and adult clinicians, 306
recommendations from parents, 47
social determinants of health, 66
social security benefits, 70–73
state insurance law, 75–76
state programs, 73
steps for accepting, 66
survival rates of, 49
technology, 45
transition process for, 211
with self-management skills, 60

Adult care providers, 175
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Adult healthcare system, 134–135
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Adult provider, 46
absence of, 96
appointment with, 147
finding, 35–36
identification, 145
independent interactions, 63
post-transfer, 147
pre-transfer period, 144
transfer timing, 141–143

Adults with special health-care needs (ASHCN), 212, 
214, 215

Advance care planning (ACP)
children with medical complexity, 291
palliative care, 319–321

Advance directive (AD), 319
Advance Practice Nurse (APN), 337
Affordable Care Act (ACA), 65, 134, 156, 212, 300

caps on coverage, 74
Health Insurance Exchange, 74–75
limiting age of 26, 74
pre-existing condition clauses, 74
special enrollment period, 75

Age of transfer, 100
Agency for Healthcare Research and Quality, 350
Agent, 282
Alliance for Disability in Health Care Education, 307
Alternative payment models (APM), 201
AMA Relative Value Update Committee (RUC), 223
American Academy of Developmental Medicine and 
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American Academy of Pediatrics (AAP), 136, 201, 216, 
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American College of Emergency Physicians, 229
American College of Physician (ACP), 136, 195
American Medical Association (AMA), 222
Americans with Disabilities Act (ADA), 231, 300, 331
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Anticoagulation Clinic, 191
Area agencies on aging and disability (AAA), 296
ASHCN, see Adults with special health-care needs 

(ASHCN)
Autonomy, in disease management, 28
AYASHCN, see Adolescents and young adults with 

special health-care needs (AYASHCN)

B
Bar Associations, 281
Barriers to transition, 257–258
Behavioral health needs, 308
Behavioral indicators, 183
Beneficence, 136
Biopsychosocial model, 328
Bleeding gums, 330
Boston Children’s Hospital Transition Program, 156
Bowl for Breath, 33
Brain development

adolescent brain pamphlet, 11
anatomical, hormonal and neurochemical changes, 

12–13

cortical grey matter, 12
functional networks, 14
functional units, 14
grey matter maturation, 12
neurotransmitters, 13–14
prefrontal cortex functions, 12
pubertal hormones, 13
sub-cortical grey matter, 13
white matter, 13

Bridging service, 260
Bright Futures guidelines, 186
Bundled payments, 217, 225

C
California Children’s Services (CCS), 143
Canadian Provincial Council for Maternal Child Health, 
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Capitation, 217, 225
Care coordination, 350

CMC, 289
medical home, 236–237
payments, 225

Care coordinator, 301
Care of adults in children’s hospital, 104
Caregivers
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Center for Health Care Transition Improvement, 82, 217
Centers for Medicare and Medicaid Services (CMS), 2, 
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Cerebral palsy, 328
Childhood insurance programs, 65
Children

health-care spending, 213
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Children and youth with special health-care needs 
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Children with medical complexity (CMC), 287
accommodations in clinical settings, 292
adult maturation, 290
advance care planning, 291
care coordination, 289
care of, 287–288
caregivers, 294
categories, 295, 296
challenges, 289–295
chronic condition management, 288
decision-making supports, 293–294
payment model, 295
policies for transition, 288
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resources to enhance, 296
shared plan of care, 289
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dental care (see Dental care)
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Children’s Hospital Association, 287
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Chronic condition management, 288
Clinical information systems, 234
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Collaborative transition planning model, 310
College-based insurance plans, 65
Co-management, 227, 233, 235
Commission on Dental Accreditation, 326, 327
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Community pharmacist, 274
Complex medical decision-making, palliative care, 318
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Consumer HCT Feedback Survey, 7
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Cross-system collaboration, IDD, 309, 311
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Cystic fibrosis (CF)

adult provider finding, 35
disease management, 28
life-limiting illness, 27
as normative event, 27
parents advice for, 32
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peers/support groups role, 31
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self-advocacy promoting, 32
termination with pediatrician, 36
with treatments, 31

Cystic Fibrosis Foundation, 35, 134

D
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Deinstitutionalization process, 330
Dental care, 325–332

barriers during transition years, 326–327
IDD, 327

activities and participation, 329
body functions and structures, 328–329
environmental factor, 329
individual factor, 329, 330
institutional factors, 331
policy and societal factors, 331–332
relationships and living conditions, 330–331

routine, 331
training pathways, 333
workforce of providers, 332–333

Dental Education in the Care of Persons with Disabilities 
(DECOD) Program, 332, 333

Department of Veterans Affairs, 321
Developmental Disabilities Assistance and Bill of Rights 

Act, 301
Developmental Disabilities Services (DDS), 296
Developmental transition, 255
Disability, 284

adults with, 294
and end-of-life issues, 64–65
World Health Organization model, 328

Disability-associated health-care expenditures (DAHE), 
214

DisDAT tool, 292
Disease control measurement, 185
Disease management, autonomy in, 28
Disease-specific model, 160
Dopamine, 13
Dopaminergic activity, 19
Dorsal medial prefrontal cortex (dmPFC), 20
Down syndrome, 233, 328
Durable Power of attorney, 283, 319
Duty of confidentiality, 284
Dysmenorrhea, 269

E
Early and Periodic Screening, Diagnostic, and Treatment 

(EPSDT) services, 199
Effective transition

bridging service, 260–261
clinics, 261
gap in research, 262
good practice principles, 258–260
joint working, 260
principles of, 259
system-level barriers, 257
typical vs., 260
Young Adult Team, 261
young-specific models, 261, 262

eHealth Enhanced Chronic Care Model, 87
Electronic health record (EHR), 250, 251
Electronic medical record integrations, 93
Emergency department (ED), 241, 250
Emerging adulthood, 17–18
Employer based health insurance policies, 70
Employment, 167–168
Endocannabinoids, 14
End-of-life issues, 64
Enhanced fee-for-service (FFS) payments, 217
Environmental modifications, IDD, 308, 309
Epilepsy Self-Management Scale (ESMS), 350
Estate guardianship, 280

F
Family needs

IDD, 303
palliative care, 320

Family-centered care, 135

Index



388

Federal Partners in Transition Workgroup, 309
Fee-for-service (FFS), 201, 225, 295
Fellowship training, special care dentistry, 333
Fiduciary duty, 285
Financial life, 164
Formal transition readiness assessments, 296
For-profit vs. not-for-profit payers, 198
Free-standing children’s hospital, 101
Functional magnetic resonance imaging (fMRI), 19

G
Gabe’s Care Map©, 38, 39
Gastroenterologists (GI), 60
GeneReviews, 309
Good 2 Go Transition Program, 337–340

case study, 343–344
components, 342
day-to-day activities, 342
facilitators for success, 344
impacts, 346
innovations in action, 344–345
moments, 346
outcomes, 342
success, 342–343
tips for starting/sustaining, 345

Got Transition (GT), 82, 91
Grey matter

cortical, 12
sub-cortical, 13

Gross domestic product (GDP), 212
Guardianship, 41, 279, 282

alternatives to, 282–284
appointment, 281
creation, 281, 282
decisions about pursuing, 281
duration, 280
duties, 281
duty of confidentiality, 284
of estate, 280
legal process, 280–281
person, 279, 280, 285
Power of attorney (see Power of attorney)
supportive decision making agreements vs., 285
types of, 279

H
HCT, see Health-care transition (HCT)
HEADSS screening approach, 64
Health insurance, 215
Health Insurance Exchange, 74
Health literacy skills, 269
Health maintenance plans (HMOs), 142
Health Services for Children with Special Needs 

(HSCSN), 206
Healthcare financing, 295
Healthcare insurance changes

Affordable Care Act, 74
COBRA extension period, 76

different eligibility criteria for different programs, 69
employer based health insurance policies, 70
Medicaid eligibility, 73
medical team notes, 69
social security benefits, 70
state insurance law, 75
state programs, 73
before turning 18, 69

Health-care models, 262
Health-care providers, 310
Healthcare team communication, 244
Health-care transition (HCT), 49, 218, 347

adult care guidelines, 51
adult provider, 46, 47, 54
ASHCN, 214
autonomy in disease management, 28–29
AYASHCN (see Adolescents and young adults with 

special health-care needs (AYASHCN))
barriers and strategies, 49
care coordination, 350–351
case study, 56, 59, 79
children, 213
chronic conditions in adolescents and young adults, 3
CHSCN, 213
in clinical setting, 42–44
components, 347–352
comprehensive models of care, 353
coordinator, 350, 351, 357
core elements of, 43
education at camp, 31
as expected outcome in pediatric practice, 55–56
families are undergoing during, 40
family reluctance, 51
finances for, 211
gross domestic product, 212
guidelines/protocol, 348, 349
health insurance, 215
historical perspectives and current national 

organization priorities, 1–2
implementation science, 79
importance, 38–40
infrastructure support for, 52–53
interventions and models of care, 7
lack of identified adult providers, 52
lack of structure for, 50–51
lack of training, 50
learning about, 37–38
life-limiting illness, 27
limitations, 356–357
medical summary, 55, 351, 352
as normative event, 27–28
online training resources and websites, 53
opportunity, 28
outcomes, 96, 355, 356
parents advice, 32
parents role, 29–30
parents’ recommendations, 47
parents’ wish list, 48
Patient-Centered Medical Home, 216
payment models, 215–220

Index



389

pediatric-adult provider transfer models of care, 354
pediatric and adult clinicians’ perspectives, 4
pediatrician, 47–48
peers/support groups role, 31
period of preparation, 349
person-centered thinking, 43
physician’s office, 42
plan, 351–352
possibility, 27
preparing for, 46
priorities and national professional efforts, 2–3
process and outcome measurement, 6–7
provider reluctance, 52, 54, 55
provider training, 52
PubMed search, 212
quality improvement process, 5–6
readiness to, 33–34
school, 32
self-advocacy, 32, 33, 45, 46
self-efficacy, 31, 32, 44, 45
service reimbursement, 51, 53
Six Core Elements, 5, 215
source of insurance, 213
support, 352
transfer/transition readiness assessment, 349–350
Turner syndrome, 60
US health-care spending, 212
youth and young adults, 3–5

Healthy and Ready to Work (HRTW) Transition 
assessment tool, 113

Healthy People 2020, 2, 111
Healthy Transitions grant program, 2
HEDIS, 233, 236
High-quality health care, 149
Home and Community-Based Services (HCBS) Waivers, 

301
Hospice, 321
Hospitalists’ role, 242
Hospital-wide admission policy, 100
Hospital-wide consultation service, 340
Household expense deduction, 72
Housing, 166–167
Hydrocephalus, 292

I
IDD, see Intellectual and developmental disabilities 

(IDD)
Implementation science (IS), 79

core components during, 85
evaluation dashboards, 87
exploration, 80–83
feedback, 87
full implementation, 87
governmental initiatives, 83
initial implementation, 86–87
innovation, 87–88
installation, 82–86
logic model template, 80
multidisciplinary transition, 81

no awareness, 82
program evolution, 87
sample logic model, 88
stages of, 79, 80
State Title V agencies, 81
sustainability, 88
SWOT analysis, 81, 82
transition system design, 83
vague awareness, 82

Individualized Education Program (IEP), 30, 38, 301, 
310

Individualized Healthcare Plans (IHPs), 301, 310
Individuals with Disabilities Education Act (IDEA),  

300
Inferior frontal gyrus (IFG), 20
Infrastructure payments, 217, 226
Inpatient transitions

in ambulatory setting, 242
care approaches, 244, 247–251
challenges, 242
clinical cases, 243–251
communication, 245
current state, 242–243
factors influencing pediatric to adult, 252
strategies, 252

Institute of Medicine’s, 3, 288
Insurance, 322

payments, 84
source of, 213

Intellectual and developmental disabilities (IDD), 
299–300

activities and participation, 329
addressing family needs, 303–304
adult-oriented clinical practice, 307
behavioral approach, 308
challenges, 327–331
clinical implications, 308–309
cross-system collaboration, 309–311
environmental factor, 329
environmental modifications, 308, 309
individual factor, 329, 330
institutional factors, 331
issues and resources, 305
patient preparation, 301–303
policy and societal factors, 331
provider education and training, 304–308
relationships and living conditions, 330
service systems, 300–301
training content, 307

Interdisciplinary team, 317, 353
Internists, 62
Intractable epilepsy, 249
IS, see Implementation science (IS)

J
Joint Principles for the Patient-Centered Medical Home, 

228
Joint working, 260
Juvenile idiopathic arthritis (JIA), 273

Index



390

K
Key clinical activities (KCA), 94
Kieckhefer’s Shared Management Model, 337

L
Life Course Health Development model, 62
Life expectancy, 256
Life-limiting illness, 27
Life-threatening condition, 132
Living will, see Advance directive (AD)
Lucile Packard Foundation, 288

M
Maternal and child health (MCH) programs, 300
Maternal and Child Health (MCH) Title V Program, 83
Maternal and Child Health Bureau (MCHB), 1, 214, 288, 

300
Medicaid, 301, 332

adult eligibility for, 73
assessing young adult need for, 73
children and, 73
SSI benefits and, 73

Medicaid Expansion, 73
Medical complexity, 295

algorithm, 232
children with (see Children with medical complexity 

(CMC))
oral health, 329

Medical component, 168
Medical home

access to care, 230–232
benefit, 231
care coordination, 236
case study, 227–228
co-management, 227, 233, 235
environment, 231
models, 228
population management infrastructure, 232–234
relationships/team-based care, 229–230
resources and way-finding, 236

Medical ID app, 45
Medical necessity, 203
Medical neighborhood, 236
Medical Power of attorney, 282, 283, 319
Medical summary, 351, 352
Medically complex patients, 63
Medicare beneficiaries, 321
Medicare Hospital Readmissions Reduction Program, 

221
Medicare Physician Fee Schedule (MPFS), 223
Mental health, 295

issues, 34–35
service providers, 86
training in, 64

Methotrexate, 273
Milwaukee program, 289
Minnesota and Special Care Clinic in Colorado 

programs, 289

Model of care, 258
Multidisciplinary team, 273
Multimodal approaches, 259

N
National Center for Medical Home Implementation, 228
National Committee on Quality Assurance, 233
National Curriculum Initiative in Developmental 

Medicine (NCIDM), 307
National healthcare organizations, 316
National Institute for Children’s Health Quality, 237
National performance measures (NPMs), 300, 301
National Quality Forum’s measurement of Adolescent 

Assessment of Preparation for Transition 
(ADAPT), 236

National Survey of Children with Special Health Care 
Needs (NS-CSHCN), 213, 216

National Survey of Children’s Health (NSCH), 228, 300
Neuropsychological evaluation, 293
Neurotransmitters, 13
New Mexico Special Needs Dental Program, 327
Non-face-to-face services, 223–224
Normal adolescence, 17
“No-shows” for appointments, 231
Not-for-profit payers, 198
Novelty seeking, 18

O
Occupational therapists, 52
OnTrac program in British Columbia, 337
Oral health, 325

disparities, 326
medical complexity, 329

Oral pain, 325
Organ donation, 319
Out of Hospital or prehospital Do Not Resuscitate (OOH 

DNR), 319
Oxytocin, 14

P
Palliative care

advance care planning, 319–321
aspects, 316
case study, 315, 316, 318, 320
chronic illness, 317
complex medical decision-making, 318
definition, 316
family needs, 320
indications for, 316
interdisciplinary team, 317
physical needs, 317, 318
population, 317
provider-related issues, 320
provision, 316–317
system-based issues, 321
timing, 317

Paratransit transportation system, 289

Index



391

Parental support, 352
Parents

advice for HCT, 32
culture influences HCT process, 172–173
recommendations, 47
role in health-care transition, 29

Patient Protection and Affordable Care Act of 2010, 321
Patient-centered care, 135
Patient-centered medical home (PCMH) model, 63, 216, 

228, 231, 232
Patient-physician relationship, 191
Patient-Reported Outcomes Measurement Information 

System (PROMIS), 114
Payer

AYASHCN, 197, 205, 206
challenges, 207–208
fee-for-service vs. value-based reimbursement, 

201–203
for-profit vs. not-for-profit payers, 198–199
governance, 198
managed care organization, 206
medical necessity and standard of care, 203–204
perspective, 197–198
private vs. public, 199–201
recommendations for policymakers, 207–208
STARKids program, 206
TCHP, 206
time period for evidence generation, 204
transactional nature, 198
transition among the stakeholders, 207
value-based reimbursement evolution, 202

Pay-for-performance (P4P), 217, 225
Payment

alternative methods, 224
billing and coding documentation guidance, 222–224
bundled, 225
care coordination, 225
fee-for-service, 225
infrastructure, 226
options, 221
pay-for-performance, 225
pediatric-to-adult transition barriers, 222
shared savings, 225
transition-related codes, 222, 223

Pediatric and adult healthcare system
case study, 131
differences between, 132
epidemiology of, 133–134
patient epidemiology, 132–133
philosophies in, 135–136
primary care providers and specialists, 136
self-care, 135

Pediatric dentists, 326, 327
Pediatric intensive care units (PICUs), 242
Pediatric practices, outcome, 55
Pediatric providers

in absence of adult providers, 96
barriers, 95, 96
electronic medical record integrations, 93
engagement, 92

facilitators, 95
HCT outcomes and effectiveness, 96
healthcare transition program, 92
identification and engagement, 92
implementers, 95
leaders, 95
mini-grants on completion, 93
mobilizing, 91–92
physician-focused strategies, 92
recruitment, 93–94
regional hospital, 91–92
start-up funding, 92
statewide transition improvement project, 93
steering committee, 92
structural support, 95
transition champion, 94–95
transition clinic, 93
transitioning youth results, 94
types of, 94

Pediatric Rheumatology Unit, 273
Pediatric-adult provider transfer models of care, 354–355
Pediatrician, 47

and internists, 62–63
termination with, 36

Peer support, 22, 23, 31
Periodontitis, 325, 326, 330
Person Centered Thinking©, 43
Person guardianship, 279, 285
Personally controlled health records (PCHRs), 85
Person-centered approach, 258
Pharmaceutical care, 267
Pharmacist, 265–266

community, 274
involvement, 271–272
juvenile idiopathic arthritis, 273
knowledge and skills, 267–269
maximizing adherence, 269
medication right, 267
prescription medication systems, 269
retail/community setting, 266–267
role, 270–275
role prioritization activity, 270
self-management of minor illness, 269

Physical needs, 317, 318
Physical therapists, 52
Physician Orders for Life-Sustaining Treatment 

(POLST), 319
Pine Forest Pediatrics, 227
Plan-Do-Study-Act (PDSA), 87, 124
Plaquenil, 191
Policy Development Committee, 102
Polypharmacy, 287
Population management, medical home, 232
Posterior superior temporal sulcus (pSTS), 20
Power of attorney, 285

durable, 283, 319
medical, 282, 319
preference for, 285
representative payee, 283

Prednisone, 191

Index



392

Primary care medical home (PCMH), 195
Primary care pediatrics, 136, 186
Primary care provider (PCP), 159
Principal, 282
Private insurance, 199
Provider’s discomfort, 60
Psychoeducational evaluation, 293
Psychosocial indicators, 184
Pubertal hormones, 13
Pubertal maturation, 291
Public insurance, 199

Q
Quality improvement methodology, 87

R
Rehabilitation Act of 1973, 167, 301
Rehabilitative programs, 293
Representative payee, 283
Reproductive health issues, 34
Request for proposals (RFP), 92
Risk-taking, 18

S
School, health-care transition, 32
Seizure medications, 329
Self-advocacy, 32, 45
Self-efficacy, 31, 44
Self-management, 269, 304, 349, 350, 352
Self-Management Skills Assessment Guide (SMSAG), 

113
The Serenity Prayer, 30
Service reimbursement, 51
Service systems, IDD, 300
Service transition, 256–257
Sexuality, 291
Shared decision-making, 318
Shared plan of care, 289, 292
Shared savings, 217, 225
SickKids, 337, 340

case study, 344
logic model, 341

Sickle cell disease, 250
Sickle Cell Transfer Questionnaire (SCTQ), 113
Six Core Elements framework, 245
Six Core Elements of Health Care Transition, 66, 113, 

222, 229
Sleep cycle, 21
Slow-wave sleep, 21
Social behaviour, 19
Social determinants of health, 66
Social network, 164
Social Security, 283
Social Security Act, 300, 301
Social Security Administration (SSA), 70, 283

medical criteria, 70
medical equivalence, 71

Medical Listing, 70–71
medical records, 71

Social Security Disability Income, 290
Social security disability insurance (SSDI), 70, 72
Social Security Insurance (SSI), 293
Society of Adolescent Health and Medicine (SAHM), 3
Society of Adolescent Medicine (SAM), 1
Socioeconomic status (SES), 33
Special care dentistry

education in, 327
specialties in, 332
training program, 332, 333

Special Care Dentistry Association (SCDA), 332
Special health-care needs, 310
Special Olympics International (SOI), 307
Specialty care providers, 159
Specialty organizations, 348
Spinal muscular atrophy (SMA), 247–248
SSI, see Supplemental security income (SSI)
Standard of care, 203
STARKids program, 206
STARx Questionnaire, 114, 184
State children’s health insurance program (SCHIP), 74, 

133
State insurance law, 75
Statutory durable Power of attorney, 319
Steering committee, 92–93
Strengths, Weaknesses, Opportunities, Threats (SWOT) 

analysis, 81, 82
Structured transition programme, 261
Sub-cortical grey matter, 13
Substance Abuse and Mental Health Services 

Administration (SAMHSA), 2
Substance use issues, 34
Successful transition, 163

adolescent, 185–186
adult provider perspective, 194
AYASHCN’s medical complexity, 173
barriers, 193
behavioral indicators, 183
broader environment, 186
broader interpretation of, 182–183
case example, 188
communication between providers, 195
community and social network, 164
components of, 164
definitions of, 181–182
employment, 167–168
family’s culture, 174
finances and benefits, 165
financial life, 164–166
housing, 166–167
housing options, 166
insurance coverage, 191
insurance limitations, 194
interaction with adult care providers, 175
interaction with specialists, 176
issues, 172, 194
legal changes at age 18, 177
level of knowledge and skills, 184

Index



393

measures of disease control, 185
medical care, 168, 169, 175
parents, 186

culture, 172
and family members, 176
survey about transition, 173

patient-physician relationship, 191, 193
patient with lupus, case study, 191–196
pediatric provider perceptions, 183
primary care pediatricians, 186–187
psychosocial indicators, 184–185
resources, 169
shared decision-making, 195
smooth health-care transition, 177–179
stage settings, 171–172
tools and resources, 194
transition process after age 18, 177
trust and rapport, 193

Successfully accomplished (SA) score, 122
Supplemental Nutrition Assistance Program (SNAP), 70
Supplemental security income (SSI), 70, 206, 283

benefit review at age 18, 71–72
benefits and Medicaid coverage, 73
denial of benefits, 71
eligible for, 72–73
household expense deduction, 72
income criteria, 72
Medicaid coverage, 72
work programs, 72

Supported decision-making, 41
Supporter’s role, 284
Supportive decision making agreements, 283

content of, 284
duration, 284
preference for, 285
purpose of, 284
supporter’s role, 284

Supportive decision-making, 303
System-level barriers, effective transition, 257

T
Teen Clinic Advance Practice Nurse (APN), 337
Teleconferencing technologies, 310
Temporo-parietal junction (TPJ), 20
Texas Children’s Health Plan (TCHP), 206
The Hospital for Sick Children, see SickKids
THRxEADS interview model, 344
Title V of the Social Security Act, 300
Transdisciplinary team model, 86
Transfer completion

adult medical co-management, 157
adult providers and pediatric providers 

communication, 159–160
Boston Children’s Hospital, 158
Brigham and Women’s Hospital Cystic Fibrosis 

Center, 158
establishment, 159
feedback, 161
follow-up, 156

inpatient and outpatient transition consultation, 157
ongoing care coordination, 160
pediatric and adult providers communication, 159
pediatric primary and specialty care providers, 159
preparing, 155
recommended goals, 157
referral tracking and loop closure, 160–161
transfer from pediatric to adult care, 160
transition consult service, 157–158
young adult to connect with adult specialists, 159

Transfer of care, 349, 351–353
access to adult care, 142
adult providers identification, 145
adult system, 354
age of transfer, 144
appointment with adult provider, 147
AYA with solid transplants, 356
barriers, 143
control of active medical conditions, 141
core elements, 146
documentation, 145
goal of, 354
insurance resources, 145
models, 354, 355
orient patients and families, 144
patient and family readiness, 142
planning and logistics, 144–147
post-transfer, 147
procedure, 141
sample transfer summary, 146
self-management information, 145
timing, 141
transition support, 144

Transfer policy
adult care provision within children’s hospital, 100
care of adults in children’s hospital, 104
at free-standing children’s hospital, 101–104
at general hospital, 104
and guidelines on transition and transfer, 99–100
hospital-wide admission policy regarding age of 

transfer, 100–101
policy approval process, 103
transfer practices, 101
upper age of care, 104

Transfer readiness assessment, 349
Transition clinic, 93
Transition Council, 102, 103
Transition planning tool (TPT)

case study, 126
core patient questions, 123
EMR-based interventions, 121
feature, 122
promoting, 124–126
provider satisfaction, 128
resulting, 126
study period, 124–125
Texas Children’s Hospital, 122–123
Transition Committee meeting in 2004, 121–122
utilization, 127
from version 1.0 to 2.0, 125

Index



394

Transition policy, 230
Transition readiness assessment, 349

case study, 115
to clinical care, 114–115
measures of, 113–114
from pediatric-to adult-based health care, 111
questionnaires, 268
recommended strategies, 116–117
Six Core Elements of Health Care Transition, 113
social-ecological conceptualization of, 112–113

Transition Readiness Assessment Questionnaire (TRAQ), 
113, 114

Transition Readiness Inventory (TRI), 114
Transition Readiness Questionnaire (TRQ), 113
Transition Readiness Survey (TRS), 116
Transition registry

The American Academy of Pediatrics, the American 
College of Physicians and the American 
Academy of Family Physicians joint clinical 
report, 105–106

case study, 105
data elements for, 108
definition, 106
designing, 106–107
primary goals, 106
for quality improvement and patient safety, 108–109
standardization, 106

Transitioning Youth to Adult Health Care, 6
Transition-related codes, 222, 223
Transitions Clinical Report, 229
Transition-specific support, 256
Triple Aim model, 205
TRxANSITION Index™, 184
TRxANSITION Scale, 113

U
U Special Kids, 289
University Centers for Excellence in Developmental 

Disabilities (UCEDDs), 306
University of Florida, 310
University of Washington Dental Education in the Care 

of Persons with Disabilities (DECOD) 
Program, 332–334

Upper age of care, 104
US Cystic Fibrosis Foundation, 84
US Developmental Disabilities Act, 296

V
VACTERL association, 243
Value-based approach, 217
Value-based reimbursement, 201
Ventriculoperitoneal shunt (VPS), 249
Vice president for patient care services (VP-PCS), 56
Vocational rehabilitative programs, 293
Voicing My Choices, 319

W
The Wall Street Journal Guide to Management, 88
Ward, see also Guardianship, 279
Warfarin, 191
Web-based training programs, 310
White matter, 13
Women, Infants, and Children (WIC) program, 236
World Health Organization, 63

disability model, 328
World Health Organization International Classification of 

Functioning, 328

Y
Young Adult Team, 261
Young adult with special healthcare needs (AYASHCN)

components implementation, 151–152
comprehensive care team, 152–153
office environment preparation, 149
patient preparation, 152
pediatric and adult primary care, 153
process creation, 150–151

Youth Transitions Collaborative and National Youth 
Transitions Center, 309

Youth with chronic illness, 338–340
Youth with medical complexity, 295, 296
Youth with special health care needs (YSHCN), 1–3, 

337, 342, 344

Index


	Preface
	Contents
	Contributors
	Part I: Introduction
	1: Introduction: Historical Perspectives, Current Priorities, and Healthcare Transition Processes, Evidence, and Measurement
	Health-Care Transition in the United States
	Historical Perspectives and Current National Organization Priorities
	Current Health-Care Transition Priorities and National Professional HCT Efforts

	Snapshot of Chronic Conditions in Adolescents and Young Adults in Transition
	Health-Care Transition Needs of Youth and Young Adults
	The Six Core Elements of HCT Quality Improvement Process and Evidence for Structured HCT Interventions
	Health-Care Transition Process and Outcome Measurement
	Health-Care Transition Interventions and Models of Care
	References


	Part II: The Adolescent and Young Adult: A Developmental Perspective
	2: The Anatomical, Hormonal and Neurochemical Changes that Occur During Brain Development in Adolescents and Young Adults
	Anatomical, Hormonal and Neurochemical Changes
	Cortical Grey Matter
	Sub-Cortical Grey Matter
	White Matter
	Pubertal Hormones
	Neurotransmitters
	Summary
	References

	3: The Relationships of Adolescent Behaviours to Adolescent Brain Changes and their Relevance to the Transition of Adolescents and Young Adults with Chronic Illness and Disability
	Introduction
	Possible Links Between Adolescent Behaviour and Brain Changes
	Risk-Taking and Novelty Seeking
	Social Behaviour
	Sleep

	Relevance to Healthcare and Transition of Adolescents and Young Adults with Chronic Illness and Disability
	Conclusion to Chaps. 2 and 3
	References


	Part III: Personal and Professional Perspectives on Healthcare Transition
	4: Healthcare Transition from the AYASHCN’s Perspective
	When an Illness Is Life-Limiting
	HCT as a Normative Event
	Promoting Autonomy in Disease Management by Family and Health-Care Providers
	The Role of Parents
	The Role of Peers/Support Groups
	Promoting Self-Efficacy with Treatments
	Advice for Parents
	School
	Promoting Self-Advocacy
	Readiness to Transition
	Addressing Mental Health, Substance Use, and Reproductive Health Issues
	Finding an Adult Provider
	Terminating the Relationship with the Pediatrician
	References

	5: Healthcare Transition from the Family Perspective
	Hearing About Health Care Transition (HCT)
	Why HCT Is Important
	Special Considerations for AYASHCN with Cognitive Delay
	Transition Planning in a Clinical Setting
	Promoting Self-Efficacy
	Technology
	Promoting Self-Advocacy
	The Role of Parents in Preparing for HCT
	Finding an Adult Provider
	Parents’ Recommendations
	Terminating the Relationship with the Pediatrician
	References

	6: Healthcare Transition from the Pediatric Provider’s Perspective
	Barriers Encountered by Healthcare Providers
	Lack of Training
	Lack of Structure for HCT Planning
	Service Reimbursement
	AYASHCN and Family Reluctance to Transfer Care
	Provider Reluctance to Facilitate Transfer of Care
	Lack of Identified Adult Providers for Transferring Care

	Potential Strategies to Overcome HCT Barriers
	Provider Training
	Infrastructure Support for HCT Planning
	HCT Service Reimbursement
	AYASHCN and Family Reluctance to Transfer Care
	Provider Reluctance to Facilitate Transfer of Care

	HCT as an Expected Outcome in a Pediatric Practice
	References

	7: Healthcare Transition from the Adult Provider’s Perspective
	Introduction
	Lack of Internists Trained to Care for This Population
	AYASHCN Lack Adequate Preparation for Transition
	Understanding the Life Course Health Development of the Emerging Adult
	Poor Coordination Between Pediatricians and Internists
	Time Alone with Physician Without the Parents Present
	Time to Care for Complex Patients
	Medical Home Model
	Training in Adolescent Medicine and Mental Health
	Disability and End-of-Life Issues
	Difficulty Accessing Health Care as an Adult
	Social Determinants of Health
	Key Steps for Accepting AYASHCN
	References

	8: Healthcare Insurance Changes as Youth Become Young Adults
	Important Issues
	Discuss Changes Before Turning 18
	Track Government Program Eligibility in the Medical Chart
	Different Eligibility Criteria for Different Programs
	Employer Based Health Insurance

	Social Security Benefits
	Supplemental Security Income (SSI)
	Social Security Disability Insurance (SSDI)
	SSA Medical Criteria
	Social Security Medical Listing
	Showing Medical Equivalence
	Medical Records

	Appealing a Denial of Benefits
	Benefit Review at Age 18
	SSI Issues Specific to the Transitioning Adult
	Income Criteria
	SSI Work Programs
	Household Expense Deduction

	Eligible for Both SSDI and SSI

	Medicaid Eligibility
	Children and Medicaid
	SSI Benefits and Medicaid Coverage
	Assessing Young Adult Need for Medicaid
	Adult Eligibility for Medicaid

	State Programs�,�
	Children with Special Healthcare Needs Programs (CSHCN)�
	State Children’s Health Insurance Program�

	The Affordable Care Act
	Pre-Existing Condition Clauses�
	Limiting Age of 26
	Caps on Coverage
	Health Insurance Exchanges
	Special Enrollment Period

	State Insurance Law: Continued Coverage if Child Is Incapable of Self Support
	COBRA Extension of Benefits�


	Part IV: Developing a Healthcare Transition Program
	9: Establishing the Administrative Structure and Support for a Healthcare Transition Program
	References

	10: Mobilizing Pediatric Providers
	Mobilizing Pediatric Providers
	Steering Committee
	Transition Clinic
	Electronic Medical Record Integrations
	Mini-grants on Completion of Transfer to Adult Providers
	Recruitment

	Roles for Pediatric Providers (See Table 10.4)
	The Champion
	The Leaders
	The Implementers

	Supporting and Motivating Providers
	Structural Support (See Table 10.5)
	Barriers and Facilitators
	Highlight HCT Outcomes and Effectiveness

	Mobilizing Providers in the Absence of Adult Providers
	References

	11: Developing Transition Policies, Procedures, or Guidelines
	Policies and Guidelines on Transition and Transfer
	Obstacles in Adult Care Provision Within a Children’s Hospital
	Developing a Hospital-Wide Admission Policy Regarding Age of Transfer
	Developing a Hospital Transition/Transfer Policy at a Free-Standing Children’s Hospital
	Other Policies Related to Care of Adults in a Children’s Hospital
	Developing a Transition/Transfer Policy at a General Hospital
	Deploying a Policy on the  Upper Age of Care
	References

	12: Establishing a Method to Monitor Transition Planning and Track Patient Outcomes Following Transfer
	Overview
	Patient Registries: A Definition
	Designing a Registry for Healthcare Transition
	Data Elements for a Transition Registry
	Using a Transition Registry for Quality Improvement and Patient Safety
	Summary
	References

	13: Incorporating Healthcare Transition Readiness Assessment
	Introduction
	Transition Readiness
	Construct Definition
	Social-Ecological Conceptualization of Transition Readiness

	Transition Readiness Assessment
	Transition Readiness Assessment Measures

	Translation of Transition Readiness Assessment to Clinical Care
	References

	14: Employing Healthcare Transition Planning Tools
	Introduction
	Getting Started
	The Texas Children’s Hospital Transition Planning Tool
	Improvement Methods to Promote TPT Use
	Resulting TPT Use
	References

	15: Understanding the Pediatric and Adult Healthcare System: Adapting to Change
	Overview
	The System
	Patient Epidemiology
	Pediatric Healthcare System and Funding in the Pediatric System
	Adult Healthcare System
	Funding in the Adult Healthcare System

	The Provider
	Overview of the Philosophies in Pediatrics and Adult Medicine
	Relative Roles of Primary Care Providers and Specialists in Pediatrics and in Adult Healthcare

	Aligning Resources
	Find Strategic Ways to Allow Providers to “Work in Their Scope of Practice”
	Understand the Processes That Allow Continuity of Services and Care
	Identify the Developmental Needs of the Patient and How to Accommodate for Them
	Identify Where to Find the Resources for Case Management and Support
	Communicate the Components of Care Important to the Individual Needs of the Patient
	Communicate the Expectations of Patients and Caregivers Regarding Services, Access, and Outcomes

	References

	16: Developing the Process for Transferring Care from Pediatric to Adult Providers
	Overview
	Transfer Preparation
	Transfer Timing
	Transfer Planning and Logistics

	The Transfer
	Considerations Post-transfer
	Summary
	References

	17: Preparing the Adult Practice to Accept Adolescents and Young Adults
	Introduction
	Preparing the Office Environment
	Creating a Process
	Implementing Components of the Transition Program
	Preparing the Patient
	Establishing the Comprehensive Care Team

	References

	18: Establishing a System for Ensuring Transfer Completion
	Build and Maintain Partnerships with Pediatric Primary and Specialty Care Providers
	Assist the Young Adult to Connect with Adult Specialists and Other Support Services
	Communication Between Pediatric and Adult Providers in the Period Between the Last Pediatric and the First Adult Visit
	Communication from the Adult Providers to the Pediatric Providers Confirming Transfer into the Adult Practice and Consultation with the Pediatric Providers(s) as Needed
	Continue with Ongoing Care Coordination Tailored to Each Young Adult
	Referral Tracking and Loop Closure Between the Last Pediatric and the First Adult Visit
	Elicit Feedback from Young Adults to Assess Experience with Adult Health Care
	References


	Part V: Defining Successful Transition
	19: Defining Successful Transition: Young Adult Perspective
	Successful Transition
	Community and Social Network
	Financial
	Housing
	Employment
	Medical
	References

	20: Defining Successful Transition: Parent Perspective
	Set the Stage
	Define the Issues
	How Parent Culture Influences the Health-Care Transition Process
	How the AYASHCN’s Medical Needs and Ability Level Influence the Health-Care Transition Process
	How Families Find and Interact with Adult Care Providers
	How Families Find and Interact with Specialists
	How Legal Issues Affect the Transition Process After Age 18
	What Constitutes Smooth Health-Care Transition and How We Can Facilitate It

	21: Defining Successful Transition: Pediatric Provider Perspective
	Current Definitions of Successful Transition
	A Broader Interpretation of Successful Health-Care Transition
	Behavioral Indicators
	Level of Knowledge and Skills
	Psychosocial
	Measures of Disease Control

	Strategies to Maximize the Likelihood of a Successful HCT
	Adolescent
	Parents
	Broader Environment

	Interface Between Primary Care Provider and Specialist
	Returning to the Case Example

	References

	22: Defining Successful Transition: Adult Provider Perspective
	Vignette
	References

	23: Defining Successful Transition: Payer Perspective
	Introduction: Payer Perspective Is Transactional
	Payer Basics: Governance
	For-Profit Versus Not-for-Profit
	Private Versus Public

	Payer Basics: Payment Models: Fee-for-Service Versus Value-Based Reimbursement
	Payer Basics: Medical Necessity and Standard of Care
	Application to AYASHCN HCT
	Case Study #1: Managed Care Organization Pilot—Transition as Part of Quality Improvement [13]
	Case Study #2: Texas Children’s Health Plan (TCHP) and STARKids Program—Transition as a Regulatory Requirement
	Challenge for the Future

	References


	Part VI: Financing Healthcare Transition
	24: Financial Cost of Healthcare Transition
	Introduction
	U.S. Health-Care System
	Overall
	Children

	Children with Special Health-Care Needs (CHSCN)
	Adults with Special Health-Care Needs (ASHCN)
	Paying for the Costs of Transition: Embedding the Process in the Medical Home
	References

	25: Payment for Healthcare Transition Services
	Introduction
	Payment Barriers Impeding Transition to Adult Care
	Transition-Related Codes

	Billing and Coding Documentation Guidance and Advocacy Strategies for Transition Payment
	Alternative Payment Options to Promote Shared Accountability
	Enhanced Fee-for-Service Payments
	Pay-for-Performance
	Capitation
	Bundled Payments
	Shared Savings
	Administrative or Infrastructure Payments


	References


	Part VII: Special Issues in Healthcare Transition
	26: Healthcare Transition and the Medical Home
	The Medical Home Model: Relationships, Access, Population Management, Communication, and Care Coordination
	Relationships/Team-Based Care in the Medical Home
	Access to Care in the Medical Home and Beyond
	Population Management Infrastructure
	Communication/Monitoring/Measuring with Clinical Information Systems
	Care Coordination, Resources, and Way-Finding
	Summary
	References

	27: The Hospitalist’s Perspective on Healthcare Transition
	Background
	Current State

	Clinical Cases in Inpatient Transition
	Discussion
	Potential Inpatient Transitional Care Approaches
	Discussion
	Potential Inpatient Transitional Care Approaches
	Discussion
	Potential Inpatient Transitional Care Approaches
	Discussion
	Potential Inpatient Transitional Care Approaches
	Discussion
	Potential Inpatient Transitional Care Approaches

	References

	28: The International Perspective on Healthcare Transition
	Introduction
	Transition-Specific Support: A Brief History
	The Context for Service Transition
	Barriers to Transition
	Overarching Good Practice Principles
	Effective Transition Approaches
	Joint Working
	Bridging Service
	Support from Designated Professional
	Structured Transition Programme
	Transitions Clinics

	Youth-Specific Models
	Young Adult Team
	Training Courses for Young People


	Gaps in the Research
	References

	29: Expanding the Role of the Pharmacist
	Introduction
	Pharmacists in Context
	Getting the Medication Right
	Promoting Healthcare Knowledge and Skills Among AYA
	Maximizing Adherence
	Prescription Medication Systems
	Self-Management of Minor Illness

	Theory into Practice: Expanding the Role of the Pharmacist
	Reflection on the Expanding Role of the Pharmacist
	Concluding Remarks
	References

	30: Legal Issues: Guardianship and Supportive Decision Making
	Guardianship
	General Nature of Guardianship
	Types of Guardianship
	Guardianship of the Person
	Guardianship of the Estate
	Duration of Guardianship

	Guardianship Legal Process
	When Guardianship Is Appropriate

	Creating a Guardianship
	Requires Action by a Court
	Evidence About the Individual’s Condition and Circumstances
	Appointment of a Guardian
	Duties of a Guardian
	Time Line for Guardianship Decisions


	Alternatives to Guardianship
	Power of Attorney
	Medical Power of Attorney
	Durable Power of Attorney
	Representative Payee
	Shared Decision-Making Authority�
	Supportive Decision Making Agreements
	Who Is Involved in a Supportive Decision Making Agreement
	Supported Individual
	Supporter

	Duty of Confidentiality
	Contents of a Supportive Decision-Making Agreement
	Duration of Supportive Decision-Making Agreements
	Supportive Decision-Making Agreements Do Not Preclude the Use of Other Alternatives to Guardianship

	Supportive Decision Making Agreement Compared to Guardianship and Compared to Power of Attorney
	Comparison to Guardianship
	Comparison to Power of Attorney
	Fiduciary Duties

	Preference for Supportive Decision Making Agreement or Power of Attorney
	Options Available


	Footnotes

	31: Transitioning Adolescents and Young Adults with Medical Complexity
	Introduction
	Defining the Care of Children with Medical Complexity
	Key Policies Around Transition
	Concepts in Chronic Condition Management
	Care Coordination
	Shared Plans of Care
	Protective Factors and Unique Challenges for Transition in Children with Medical Complexity
	Unique Challenges Associated with Medical Complexity
	Changes Related to Adult Status
	Advance Care Planning
	Sharing Information Across the Medical Neighborhood
	Accommodations in Clinical Settings
	Resources Beyond the Healthcare System
	Decision-Making Supports
	Ongoing Needs for Caregivers
	Payment for Care Services


	Systematizing the Process of Transition Planning for Youth with Medical Complexity
	Resources to Enhance the Healthcare Transition

	Summary
	References

	32: Transitioning Youth with Intellectual and Developmental Disabilities
	Introduction
	Service Systems that Support People with IDD
	Patient Preparation
	Addressing the Needs of the Family
	Provider Education and Training
	Clinical Implications
	Cross-System Collaboration
	References

	33: Palliative Care in Adolescents and Young Adults with Special Healthcare Needs
	Introduction to Palliative Care
	Definition
	Indications for Palliative Care
	Provision of Palliative Care
	Timing of Palliative Care

	Role of Palliative Care as AYASHCN Transition from Pediatric to Adult Care
	Population
	Addressing Physical Needs

	Complex Medical Decision-Making
	Advance Care Planning
	Addressing Family Needs
	Addressing Provider-Related Issues
	Addressing Systems-Based Issues

	Hospice
	Definition
	Eligibility
	Services
	When Hospice Is Not Sufficient
	Concurrent Care

	Insurance
	Summary

	References

	34: Healthcare Transitions and Dental Care
	Dental Needs of Youth and Young Adults with Special Healthcare Needs
	Barriers to Accessing Dental Care During the Transition Years
	Specific Challenges for Those with Intellectual and Developmental Disabilities
	Body Functions and Structures
	Activities and Participation
	Environmental and Personal Factors
	Individual Factors
	Nutrition Vignette
	Relationships and Living Conditions
	Institutional Factors
	Policy and Societal Factors


	Models to Train the Next Workforce of Providers
	UW DECOD
	Summary
	References


	Part VIII: Models of Healthcare Transition Programs
	35: A Successful Healthcare Transition Program in a Hospital Setting
	History
	Key Components
	Program Outcomes and Defining Success
	Facilitators for Success
	Innovations in Action
	Next Steps
	References

	36: Different Healthcare Transition Models
	Introduction
	Key Structural Components of Different Models
	Key Processes that Define Different Models
	HCT Program Outcomes
	Limitations of the Science
	References


	Part IX: Conclusions
	37: Conclusions

	Appendix*
	Index

