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Self-Management of Young People
with Chronic Conditions: An Overview
and Introduction

AnnelLoes van Staa, Sander R. Hilberink,
and Jane N.T. Sattoe

1.1 Introduction: Chronic Health Conditions
and Young People

Young people form an increasingly important group in current healthcare.
Worldwide, at least 12% of adolescents grow up with a chronic disease, and most of
them will reach adulthood [1]. Since national surveys often do not include mental,
behavioral, or cognitive disorders, this percentage is probably an underestimation of
the prevalence of chronic conditions in young people. Much depends on the defini-
tion used of a chronic health condition; see Box 1.1 for a non-categorical defini-
tion [2]. A non-categorical definition encompasses the consequences of conditions
and reflects the child’s functional status or ongoing use of medical services. Another
example of such a definition is that of “Children with Special Health Care Needs”
used in the USA: “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” [3].
Using a non-categorical definition often yields higher prevalence rates up to 20-25%
of all children. Nearly 20% of US children under 18 years of age have a special
healthcare need [4]. Using health insurance data and a non-categorical definition
comparable to the one presented in Box 1.1, a research institute based in the
Netherlands established that in 2018, one in four Dutch children and young people
(aged 0-25 years) suffered from a chronic health condition lasting longer than
3—-6 months [5].

A chronic condition does not only include health issues linked to the illness
young people suffer from, but also to adolescence and emerging adulthood in
general, and to psychosocial problems generated by the interaction between the
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Box 1.1: Definition of Chronic Health Conditions Originating in Childhood [2]
Chronic health conditions are defined as disorders that:

1. Have a biological, psychological, or cognitive basis;

2. Have lasted or are expected to last for at least 1 year; and

3. Produce one or more of the following sequelae:

(a) Limitation of function, activities, or social role in comparison with
healthy peers in the general areas of physical, cognitive, emotional,
and social growth and development

(b) Dependency on one of the following to compensate for or minimize
limitation of function, activities, or social role: medications, special
diet, medical technology or assistive device, personal assistance,

(c) Need for medical care or related services, psychological services, or
educational services over and above the usual for the child’s age, or
for special ongoing treatment, interventions, or accommodations at
home or in school.

illness, the young person and his/her immediate environment. Young people
who grow up with a chronic somatic condition and/or physical disability face
various challenges during their transition to adulthood and to adult healthcare
services. Becoming an adult represents a critical developmental stage for all
young people as they experience multiple concurrent transitions including leav-
ing high school and beginning post-secondary education, pursuing employment
and getting a job, forming new social networks and personal relationships and
moving out of parents’ homes to independent living [6]. For young people with
chronic health conditions, becoming an adult often proves extra challenging,
because the adaptive tasks related to living with a chronic condition may clash
with such developmental milestones. Finding a good balance and integrating
these tasks in daily life is often referred to as self-management: the concept
that is the central focus of this book. Effective self-management is considered
essential for everyone living with chronic health problems, particularly for
emerging adults with chronic health conditions [7]. Emerging adulthood
involves a role shift in self-management responsibilities for them: ultimately,
they are expected to take over the tasks and responsibilities for their self-man-
agement from their parents or caregivers. Taking up self-management is not an
easy task; appropriate support can be of good use to young people growing up
with a chronic condition and their parents alike. For this reason, there is an
increasingly strong emphasis on the importance of self-management (support)
in pediatric and young adult care, but to date, there is limited research on self-
management promotion for young people [8—10].

This book will focus on the development and the support of self-management
and empowerment of young people with chronic conditions. This volume, entitled
Self-Management of Young People with Chronic Conditions. A Strength-Based
Approach for Empowerment and Support, is unique in its broad view on
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self-management, i.e., it goes beyond medical management and focuses on young
people achieving their full potential and a good quality of life. Furthermore, the
book employs a positive youth development approach, focusing on empowerment
and growth rather than problems or issues. Finally, it offers an overview of the state-
of-the-art and evidence concerning self-management support for adolescents with
various chronic conditions. Practical tools and instruments to help foster young
people’s self-management are also provided. As such, it is of benefit for all health-
care professionals working in adolescent care, but also for researchers interested in
this topic.

In this opening chapter, we now turn to discuss the major concepts employed in
this book: healthcare transition, self-management (support), empowerment, auton-
omy, and agency. Then, we present a short overview of the contents of the following
chapters.

1.2 Healthcare Transition

The transition to adulthood of young people with chronic conditions is further
complicated by the additional transition from pediatric services to the adult
healthcare system. Healthcare transition is defined as the purposeful, coordi-
nated, and planned movement of youth with chronic conditions from child-cen-
tered to adult-oriented healthcare [11]. In the past decades, healthcare transition
has become a recognized clinical need for young people with chronic long-term
conditions as they approach the service termination deadline of the pediatric
facility wherein they receive care. Betz and Coyne noticed that, over time, rec-
ommendations for transitional care have evolved from putting emphasis on orga-
nizational benchmarks and planning issues to more involved and comprehensive
services [12]. This expansion of service deliverables includes self-management
instruction, service coordination, referrals for community-based services, the
emphasis of fostering independence, self-reliance, and the developmental com-
petences associated with adulthood [13]. A person-centered and holistic approach
is necessary to support young people in their transition. Professionals’ attention
should go beyond medical aspects and also address typical development and
challenges of young people in their transition to adulthood. Developmentally
appropriate care is essential to build young people’s self-efficacy and to foster
their transfer readiness.

An example of such a comprehensive transition services model is the On Your
Own Feet Framework (Fig. 1.1) that addresses eight key elements of good transi-
tional care, divided into three core categories: (1) interventions to improve the orga-
nization of care; (2) interventions to stimulate independence and self-management
of adolescents; and (3) collaboration with young people (and their families) and
within the multidisciplinary team of professionals, working both in pediatric care
and adult care [14]. These goals can be realized by using tools that focus on building
skills for independent living and self-management (i.e., enhance self-efficacy).
Chapter 8 discusses two examples of such plans that encourage young people to
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Fig. 1.1 The On Your Own Feet Framework for transitional care [14]

think about their future and to set their personal goals for gaining more autonomy in
different life domains (e.g., healthcare, education, relationships, etc.).

There is a growing body of knowledge on healthcare transition. Recent text-
books (for example, [12, 15, 16]) have addressed transition from a wide range of
professional (medical, nursing) perspectives or employed a systems approach.
National guidelines and consensus statements have indicated which essential ele-
ments are part of good transitional care [17-20]. Numerous reviews have focused
on the transition experiences of young people, parents, and healthcare profession-
als [21-24]. Recently, a multinational Delphi study indicated relevant outcomes
[25], and the effective components of transitional care interventions have also
been reviewed [26-28]. Still, the importance of fostering strategies to enable
youth with chronic health conditions to work toward gradual self-management
has not received as much attention [9]. Yet, self-management is key in successful
transition to adult healthcare.
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1.3  Self-Management

The concept of self-management is directly related to the challenges that children
and young people with chronic health conditions and their parents or caretakers
experience in their daily lives. While everyone is involved in self-care activities for
themselves or others, such as getting dressed, providing nourishment, doing house-
hold chores, or looking after a sick family member, people living with chronic con-
ditions have additional “work” to do in order to balance their health problems with
daily life. This was first acknowledged by the sociologists Corbin and Strauss, who
identified three types of “work™ in managing a chronic condition in daily life: (1)
illness-related work, i.e., dealing with the medical aspects of a chronic condition;
(2) everyday life work, i.e., dealing with a condition in daily activities; and (3) bio-
graphical work, i.e., accepting change and giving a (new) meaning to life [29].
Lorig and Holman framed these three types of work as “medical (or behavioral)
management”, “role management” and “‘emotional (or identity) management,”
respectively [30]. This holistic view on self-management and the categorization of
domains of self-management proposed by Lorig and Holman has been used in many
studies (for example, [31-33]). In this book, we refer to these three domains related
as follows: medical management (concerning the chronic condition and treatment
thereof), role management (concerning social participation and social roles), and
emotional management (concerning emotional well-being).

We view self-management as essential work that people with chronic conditions
need to do in order to maintain the balance between managing their illness and their
life. Self-management is therefore an empirical fact, inseparably and unavoidably
connected to having a chronic condition [34]. It should not be regarded as an assign-
ment given by healthcare professionals, but rather as an intrinsic part of living with
a chronic condition. Self-management also implies that people with chronic condi-
tions, young or old, determine to a large extent how they manage their condition on
a daily basis in their own environment, without healthcare professionals present.
Self-management is intrinsically linked to patient empowerment, and the acknowl-
edgement of patients’ right to self-determination.

Barlow and colleagues defined self-management as “the individual’s ability to
manage the symptoms, treatment, physical and psychosocial consequences and life-
style changes inherent in living with a chronic condition” ([35], p. 178). The focus
is on well-being and the ultimate goal of self-management is to maintain “a satisfac-
tory quality of life” ([35], p. 178). We will use this broad definition in this book,
because it acknowledges that living with a chronic condition requires not only man-
aging symptoms and treatment, but also includes dealing with psychosocial conse-
quences, social relations, and lifestyle changes that the condition incurs. With
respect to the aim of self-management, Barlow and colleagues state that: “effica-
cious self-management encompasses the ability to monitor one’s condition and to
effect the cognitive, behavioral, and emotional responses necessary to maintain a
satisfactory quality of life. Thus, a dynamic and continuous process of self-
regulation is established” ([35], p. 178). In this view, patients’ themselves define
their goals to maintain optimal quality of life. This broad definition of
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self-management not only accounts for the dynamic life context of people with
chronic conditions [35-40], but also empowers people living with chronic condi-
tions: self-management is about taking (back) control over your health and life.

This view on self-management is not universal or undisputed. There is a lot of
ambiguity surrounding the concept and there is no consensus about the definition or
the purpose of self-management. There are different views on what efficacious self-
management entails and what should be considered as the desirable outcomes of the
process. Many healthcare professionals understand self-management to serve the
purpose of improving clinical outcomes (e.g., by striving for optimal therapy adher-
ence) [41, 42]. It reflects the medical viewpoint that considers healthcare profes-
sionals experts and focuses on optimal medical management of the chronic health
condition. This view implies that healthcare professionals define what “good” self-
management is and instruct patients what to do (or not do)—who are expected to
follow these instructions. This narrow and directive view on self-management often
conflicts with patient values and preferences, particularly in the case of chronic
conditions where patients themselves have accumulated expert knowledge.

In other views, self-management refers to a complex and multidimensional con-
struct (e.g., [8, 31, 43]). Strauss and Glaser described a chronic condition as a
“negotiated reality” [44], emphasizing that people with chronic conditions are not
always sick. Living with a chronic condition is described as an ongoing process of
inner negotiation [45] and shifting between “illness-on-the-foreground” and
“wellness-on-the-foreground” [46]. Studies showed that people with chronic condi-
tions indeed switch between self-management patterns according to their changing
needs and priorities in daily life [47], and emphasize that healthcare professionals
should also switch between support styles to deliver tailored self-management sup-
port [48]. Thus, self-management is a dynamic process rather than a fixed reality, a
static body of knowledge and skills [10]. It can be described as “a fluid, iterative
process during which patients incorporate multidimensional strategies that meet
their self-identified needs to cope with chronic disease within the context of their
daily living” [8]. Self-management is learnt by doing as situations and conditions
change and strategies need to be tested. As it is the result of many trial-and-error
efforts, there is no fixed learning curve. This is challenging for young people who
are beginning to take over responsibilities and learning to cope by themselves, as
will be discussed in Chap. 3.

1.4  Supporting Self-Management

To become efficacious in self-management and establish a process of self-regulation,
patients need problem-solving skills, need to understand how to monitor one’s con-
dition, have to make informed decisions, find and utilize resources, form partner-
ship with their healthcare professionals, and take action [30]. Given these
requirements, most patients will need self-management support from their family or
friends and from professionals. While self-management is an individual’s ability, it
is by no means an ability developed outside the social context. The process of
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self-management is not done by the individual patient alone [49]. Some have there-
fore suggested to extend Barlow’s definition. For example, Richard and Shea added
that self-management is done “[...] in conjunction with family, community, and
healthcare professionals [...]” [50]. The importance of the social context and others
who help with self-management is repeatedly underlined in the self-management
literature, especially in case of young people growing up with chronic conditions
[10, 51]. Some even argue that adult models of self-management in chronic condi-
tions generally are not directly applicable to young people growing up with chronic
conditions [7, 52-54]. In Chap. 3, we will elaborate on how the dynamic process of
self-management of these young people differs from that of adults with chronic
conditions. We explore specific frameworks of self-management (support) in young
people with chronic conditions and review their (age-specific) self-management
tasks, theories, interventions, and outcomes.

In this book, we embrace a person-centered view on self-management, and sug-
gest that healthcare professionals take on a supportive role, based on lived experi-
ences of young people and a strengths-based, positive view of the patients’ abilities.
The definition of self-management support we use is inspired by Bodenheimer et al.
[55]: Self-management support is the support provided by healthcare professionals
to patients and their families, so that patients can manage the physical, mental, and
social consequences of their condition in daily life.

The process of delivering self-management support is often represented in the
Five A’s cycle model [56, 57]. The Five A’s model is a framework with a counselling
approach, entailing a series of sequential steps (Assess, Advise, Agree, Assist, and
Arrange; Fig. 1.2). This approach emphasizes collaborative goal setting, patient
skill building to overcome barriers, self-monitoring, personalized feedback, and
systematic links to community recourses [56, 58].

Fig. 1.2 The 5-A’s model
describing the process of
self-management support.
(Adapted; based on
Glasgow et al. [56])

Assess

Arrange Advise
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Increasing independence of youth cannot be seen separately from the role of
parents as safety nets, and healthcare providers as enablers and collaborators [9].
Therefore, the roles in self-management support of parents and carers will receive
attention in Chap. 6, while the challenges of the healthcare team in promoting self-
management will be addressed in Chap. 5.

1.5 Empowerment, Autonomy, and Agency

A variety of definitions of empowerment have been coined. Following Gibson,
empowerment has three key characteristics [59]. First, empowerment appears to be
transactional, it requires meaningful relationships with others. Second, it is a devel-
opmental concept since it improves ones potential over time and depends on age-
appropriate competences. In addition, empowerment appears to be dynamic as it
results in changes in power. Third, empowerment is democratic because it contrib-
utes to social justice by redistributing power. As such it is a multidimensional con-
cept that can been seen as both a process and an outcome [60]. ‘Empowerment as
process’ refers to educating and encouraging young people to take control, to make
decision themselves and to bear responsibility (i.e., the transactional and develop-
mental concept) [61]. On the other hand, ‘empowerment as outcome’ often refers to
being autonomous and competent to engage in adult roles (e.g., decision-making,
self-advocacy) [60].

Empowerment has been associated with five domains, which might be helpful to
measure it: (1) knowledge and understanding, (2) personal control, (3) identity, (4)
shared decision-making, and (5) enabling others [62]. Taking these five domains
into account, it becomes clear that empowerment not only aims at strengthening
autonomy from a liberal point of view, but also targets identity-formation and inter-
personal relationships, and promotes leadership. Liberal autonomy refers to inde-
pendency, independent decision-making, and not being restricted by others. This is
taking control and having agency. However, autonomy can also be seen from a
relational perspective. Relational autonomy states that we all live in contexts and
that everyone depends on others. So, interdependence is an important characteristic.
Next to interdependence, another central aspect is personal development; where the
self is created in relation to others. Thus, empowerment also stresses the importance
of supporting identity-formation and engaging in healthy relationships. Agency
closely relates to both perspectives on autonomy: having control over one’s life,
based on options between acceptable alternatives facilitating meaningful choices in
life [63]. Agency does not mean that young people stand alone in their choices, it
also refers to chose for support and building a significant network to be part of. Key
is to shape life, including the needed support, according one’s way of living and
personal preferences [64].

Chapter 2 discusses the development, background, principles, and application of
the Positive Youth Development. This strengths-based approach combines both lib-
eral and relational perspectives on autonomy. In Chap. 8 two practical tools (self-
management action plans) are presented to work with young people.
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1.6 The Contents of This Book

The chapters in this book reflect various perspectives on the background, develop-
ment, and promotion of self-management of young people with chronic conditions.
The chapters explore self-management from the perspectives of youth, parents, and
healthcare providers. The concept of self-management is examined in its broader
context of development of young persons; whereby the importance of the adoption
of a strength-based approach that empowers and supports young people is under-
lined. Furthermore, the book also reviews the existing evidence on support pro-
grams aimed at increasing self-management skills, improving relevant outcomes,
and involving relevant others such as peers and parents in the process. Finally, the
book offers more practical advice by discussing useful tools and interventions that
healthcare professionals can apply in practice.

Chapters 2 and 3 further explore the underlying theories and the historical notions
that support the development of self-management in young people. The authoring
team headed by Alison Manning (Chap. 2) explores the Positive Youth Development
approach: a theoretically based, developmental framework that is strengths-based,
incorporates ecological assets, and has been applied and shown effective in at-risk
youth, including those growing up with chronic health problems.

Chapter 3 builds on the discourse on self-management that was briefly presented
in this chapter. Here, Jane Sattoe and AnneLoes van Staa explain the developmental
context that affects the take-up of self-management in young people with chronic
conditions, and the specific challenges they face when it comes to learning self-
management skills. The chapter offers an overview of the adaptive tasks of growing
up with a chronic health condition and concludes with a general typology of self-
management interventions and of outcome measures.

The discussion of the evaluation of such self-management interventions and the
role of healthcare professionals in delivering self-management support, is continued
in Chaps. 4 and 5, albeit from different perspectives. In Chap. 4, the authoring team
headed by Marjolijn Bal, reviews the effectiveness of self-management support by
exploring which intervention components contribute to positive outcomes. The
mode of delivery of self-management interventions (for example, individual or
group-based), the type of interventionists (monodisciplinary or multidisciplinary),
and the intended effect (improved adherence or coping, reduction of anxiety and
depressive feelings, or increased life skills) are reviewed.

In Chap. 5, Janet McDonagh considers how health professionals, multidisci-
plinary teams, health systems, and the wider community can support and nurture
self-management development during adolescence and young adulthood. Here, the
focus is not only on the evidence, but also on understanding the barriers and facilita-
tors in enabling young people to self-manage their health, their chronic condition,
and its therapy, as well as learn to navigate the health systems providing their care.

Chapter 6 focuses on the important, but often overlooked role of parents and
caregivers of young people with chronic conditions in the transition to adulthood.
Karen Shaw and her team examine past and current thinking about parental involve-
ment and show that parents are instrumental in promoting young people’s health,
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well-being, and transitional readiness. They also highlight a number of ways to
foster positive relationships with parents in adolescent care settings and challenge
the prevailing view that young people are expected to manage their condition
independently.

The role of peers is the subject of Chap. 7 written by Susan Kirk and Linda
Milnes. This chapter examines definitions of peer support and its theoretical under-
pinnings, approaches and components. While there is no conclusive evidence for the
effectiveness of peer support programs in improving young people’s health and
well-being, peer support is valued by young people. The authors also consider
potential risks posed by peer support.

In Chap. 8, Jane Sattoe and colleagues discuss two practical tools (Skills for
Growing Up and Ready Steady Go) to support the development of self-management
and life skills for the successful transition to adulthood. Both tools facilitate the
communication between youth, their parents and healthcare professionals, are age-
appropriate and cover various life areas. Overall, youth and parents appreciate
working with these communication tools. Healthcare professionals are generally
positive about both tools, although implementation in clinical practice can be a
challenge.

To ensure that self-management support programs are acceptable to and appro-
priate for young people, the authors of various chapters (Chaps. 3, 5, 6, 7, and 8)
embrace the view that young people need to be involved in the development (co-
creation) of such interventions and programs need to be theoretically informed. As
youth depend on parents and healthcare providers for support in taking charge of
their own health, parents and healthcare providers must work together to enable
youth for self-management—employing a positive, strengths-based approach.
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2.1 Introduction

As increasing numbers of adolescents and young adults (AYA) with childhood onset
chronic conditions (COCC) are surviving into adulthood, the question of how to
best support them has become increasingly important. These AYA with COCC
deserve to not only grow up, but to thrive. This chapter focuses on Positive Youth
Development (PYD) as a way of promoting positive outcomes for this population,
such as social connectedness, enhanced confidence, community engagement, and
increased prosocial behaviours. PYD is conceptualized as a developmental process,
an approach to helping youth succeed, and the instances of youth programs that
incorporate this theory. We begin by providing an overview of the societal context
in which the PYD framework developed, including the shift to viewing youth as
assets to be developed, rather than problems to be fixed. PYD posits that interac-
tions between an individual and their environment are essential to promote develop-
mental outcomes. We then explore a plethora of developmental theories that provide
the basis for an empirically supported PYD approach, including Lerner and Lerner’s
5Cs model of PYD, in which thriving is conceptualized as the growth of Competence,
Confidence, Character, Connection, and Caring. Application of PYD principles to
AYA with COCC is the focus of the remainder of the chapter.

The concept of AYA with COCC as a high-risk group is introduced, alongside
research examining comparisons with peers without chronic conditions. While
many AYA with COCC are eventually able to thrive, there may be marked differ-
ences in educational, vocational, and social outcomes [1-3]. For these reasons,
applying a developmental, strengths-based approach to this population is crucial.
We present research on PYD-based programming for AYA with COCC and bring
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attention to gaps in the literature. The “Big 37, including (1) opportunities for lead-
ership, (2) emphasis on development of life skills and (3) sustained and supportive
youth—adult relationships, are highlighted as essential components of youth pro-
gramming to promote PYD in AYA [4]. Mentor relationships, opportunities for
leadership, and summer camps for youth with COCC are opportune settings to inte-
grate PYD components to enhance outcomes for AYA with COCC.

Recommendations on how to incorporate PYD components into both youth pro-
gramming and interactions within the healthcare field are provided. While there is
some research on PYD interventions for AYA with COCC, the need for rigorous
evaluation continues; a variety of measures for examining PYD programming are
suggested and reviewed. Increasing PYD has been linked to increases in compe-
tence and confidence, which can help empower young people to be more actively
engaged in their own lives. AYA with COCC need to become independent in man-
aging their healthcare, thus exposure to PYD components may aid in their develop-
ment of life and healthcare transition skills. Since PYD focuses on the interaction
between a person and their environment, and AYA with COCC often spend a sig-
nificant amount of time in medical settings, understanding ways to encourage posi-
tive development and integrate it into healthcare may provide additional tools to
promote successful adult development and improved health outcomes for this
population.

2.2  The History and Evolution of Positive
Youth Development

Positive Youth Development is a theory and an approach that is rooted in develop-
mental psychology and conceptualizes youths as inherently capable of living posi-
tive and productive lives. In order to understand the PYD approach and model, it is
important to appreciate how the field of youth development and youth development
programs evolved. In the United States, in the late 1800s/early 1900s, children regu-
larly worked at a young age, often in unsafe conditions. In the early 1900s, child
labour and compulsory education laws began to gain support in the States [5], and
youth development programs started providing educational and supportive services
to children and adolescents. Many early programs were focused on providing safe
places to help youth develop into productive, contributing members of society [6].
In 1938, Congress passed the Fair Labor Standards Act, which regulated child
labour [7]. As more children were expected to attend school to a later age and were
not allowed to work, the need for youth development programs increased. These
early programs often included practical skills that youth could use in later life.

In the 1960s, there was a shift in societal thinking about youth, where the poten-
tial for self-destructive behaviour was emphasized, which led to a focus on “fixing”
kids [8]. In response to the idea that youth were troubled and likely to engage in
risky behaviours, programs began to focus on prevention of problems, such as drug
use, drunk driving, gang affiliation and teenage pregnancy. This focus on risk behav-
iours and preventing delinquency fostered a negative lens through which to view
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youth. Rather than seeing adolescents’ potential and ability to grow and contribute
to society, programs and practices were developed to avoid or mitigate problems
and negative outcomes. This “problem-youth tradition” contributed to viewing and
characterizing adolescents as a problem to be fixed rather than as a resource to
invest in and nurture [9].

By the 1980s, the idea that youth are typically not troubled and can be successful
contributors to society began to gain traction. With this view of youth as having
inherent positive qualities that could be utilized and harnessed, positive youth devel-
opment theory began to solidify, leading to the growth of programs to help youth
develop in positive, normative ways. This shift in how adolescents are portrayed
resulted in a substantial increase in the use of strengths-based approaches to adoles-
cent development by researchers, practitioners and policymakers. These efforts
were derived from theories and philosophies of the positive youth development per-
spective, which underscored the importance of fostering the adolescent’s strengths
and capacity to thrive, rather than solely focusing on mitigating or eliminating risk
behaviours [10].

In order to promote positive outcomes, the PYD framework also examines align-
ment between youths’ strengths and the resources in their surroundings or commu-
nity [11]. PYD scholars propose that all young people have strengths, and that their
surrounding contexts, including other individuals, such as parents or mentors, and
institutions, such as schools or programs, can provide them with resources that pro-
mote their development. These ecological factors have been positively associated
with indicators of PYD and inversely related to risk behaviours [12]. When the
strengths of youth are aligned with resources in the environment, positive outcomes
and youth thriving are promoted.

There are several theories in the PYD tradition that have led to the current model
of PYD. William Damon [9] wrote about adolescence as a time period where indi-
viduals start to explore their sense of purpose. Early research in the field indicated
that motivation is developed when youth are able to identify their passion. This
sense of purpose helps youth to have prosocial behaviours, commitment, achieve-
ment, and self-esteem; it also allows youth to identify moral values. Defined as, “a
stable and generalized intention to accomplish something that is at once meaningful
to the self and of consequence to the world beyond the self” [9], purpose is a com-
bination of action-oriented goals, both short and long term, of one’s desire to make
a difference in the world and find meaning in his or her life [13]. Purpose is often
viewed differently in adolescents and adults, and there may also be differences
based on gender, socioeconomic, and cultural differences [13].

Peter Benson and the Search Institute examined developmental assets that young
people should successfully develop, which formed the basis of the 5Cs as will be
discussed. They identified 40 assets that serve as the building blocks for healthy
adolescent development. These assets are organized into two broad categories—
internal and external. Internal assets include commitment to learning, positive val-
ues, social competencies, and positive identity. External assets consist of family/
school/community supports, empowerment, boundaries and expectations, and con-
structive use of time [14]. There have been multiple studies that show the additive
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nature of these developmental assets, with young people with more assets faring
better than those with fewer. Both genders show similar patterns, with higher levels
of assets correlating with lower levels of risk behaviour and higher levels of indica-
tors for thriving. Therefore, these assets have the potential to compensate for socio-
economic status differences.

Between 2000 and 2002, the National Research Council and Institute of
Medicine’s Committee on Community-Level Programs for Youth met to determine
the current state of youth programming in the United States and examined the social
forces that led to changes in family/community life and expectations for young
people [15]. They discovered several important factors negatively contributing to
youth development, including weakening of community support, more parents
working outside the home, greater exposure to violence in the media, and the exten-
sion of adolescence into the mid- to late-twenties. Since youth who have these
unmet psychosocial needs are at higher risk for problem behaviours, they need
enhanced supports. Thus, the committee determined, “young people need skills,
knowledge, and a variety of other personal and social assets to function well during
adolescence and adulthood” [15]. The universal themes identified were feeling
competent, being connected socially, and having one’s physical needs met. The
committee recommended that community programs offer opportunities for youth to
acquire developmental assets in positive settings as a means to reduce risk.

One such conduit of supporting youth development is through mentoring. Reed
Larson added to the field of PYD by examining how mentoring relationships sup-
port development and youth agency. Based on Piaget’s developmental theories, in
which children are biologically wired to adapt to their environments [16], Larson
[17] viewed young people as individuals who are “motivated and able to be con-
structive agents of their own development”. Larson introduced the importance of
this need to adapt and learn, which continues into adulthood. Individuals are more
motivated to take on challenges when they have ownership over their actions, and,
in turn, motivation supports learning and development. Larson found that mentoring
interventions can work to change obstacles in daily life that may inhibit building
developmental assets and that the input and guidance of the adult helps to support
the youths’ experience of agency, allowing the youth to navigate future situations
independently. Larson’s work contributes to the current model of PYD by exploring
the positive effects of sustained youth—adult relationships.

The PYD framework has been further developed and studied by Lerner and
Lerner and their 5Cs model of PYD [18]. The current formulation of the 5Cs model
of PYD has evolved with contributions from the theorists mentioned above and the
work of several other developmental scientists [19-21]. From 2000 to 2003, the cur-
rent formulation of the 5Cs model emerged including Competence, Confidence,
Connection, Character, and Caring (Table 2.1). The development of these compo-
nents is aligned with Benson’s earlier work on developmental assets, as all 40 assets
can be mapped to at least one of the 5Cs. Competence is related to not only having
the ability to perform a task well, but also to having a sense of related self-efficacy
or perceiving that one can perform the job successfully. In terms of confidence, an
individual must have an overall sense of self-worth. While individuals may be
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Table 2.1 Definition of the 5Cs of positive youth development

Domain Definition

Competence | Abilities/skills as well as a positive view of one’s abilities/skills in domain
specific areas, including social, academic, cognitive, and vocational

Confidence | An internal sense of overall positive self-worth and self-efficacy

Connection | Positive bonds with people and institutions that are reflected in bidirectional
exchanges between the individual and peers, family, school, and community, in
which both parties contribute to the relationship

Character Respect for societal and cultural rules, possession of standards for correct
behaviours, morality and integrity

Caring A sense of sympathy and empathy for others

confident in certain abilities or actions, to fully meet this “C” a person has to have a
positive self-image. Connection is related to the bonds that individuals form with
the people and institutions in their lives. It is insufficient to just form ties—young
people need to be active agents in these relationships. Character encompasses many
assets and is related to how an individual chooses to act within the world. A well-
developed character would include understanding and choosing to follow societal
standards for behaviour, morals, and integrity. The fifth C is Caring, which encom-
passes having a sense of both sympathy and empathy for others [18].

Over time, Lerner and Lerner provided robust empirical support for this model in
the 4-H Study of Positive Youth Development [4]. 4-H programs are community-
and school-based youth development programs designed to build leadership and life
skills through applied or “hands-on” learning opportunities for youth between 8 and
18 years of age. The name, 4-H, refers to the organization’s original symbol of a
four-leaf clover with an “H” on each leaf, signifying head, heart, hands, and health.
Initially designed to support youth in rural and agricultural areas, 4-H now serves
youth in urban, suburban, and rural communities. 4-H programs aim to create safe
environments for youth to build leadership skills and personal empowerment in the
following areas: Science, Technology Engineering and Math (STEM); healthy liv-
ing, including physical, mental and emotional health; and active engagement in the
community [22]. In 2002 and 2003, over 7000 youth in the fifth grade participated
in the 4-H study from 42 states, and, to date, it has followed youth through 11th
grade. This study provides empirical support for the 5Cs model, and refined the
PYD measure, which assessed the five components of PYD and its relationship to
youth outcomes over time, such as higher contribution to society and reductions in
risk behaviour [23, 24].

The 5Cs model postulates that greater PYD assets predict positive outcomes and
reduced risk behaviours [15, 18, 25]. Figure 2.1 presents the Lerner and Lerner
model of PYD which focuses on the bidirectional relationship between youth and
the social ecology [24, 26]. As the figure illustrates, there are internal strengths of
adolescents, such as hope, connection to school, and intentional self-regulation that
can promote the development of PYD assets and are related to the ability of youth
to take advantage of ecological resources. Ecological assets can promote the devel-
opment of PYD through supporting the development of adolescents’ strengths. One
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Fig. 2.1 Lerner and Lerner developmental systems model of positive youth development. (Used
with permission from Richard M. Lerner; complete reference to the previous publication)

primary positive outcome is the sixth C—Contribution, defined as youth’s ability to
contribute to society. Youth that demonstrate high scores across the 5Cs are more
likely to demonstrate greater educational and career achievement, and lower risk
and problematic behaviours [24]. As a result of increases in positive internal and
external attributes, the theory also postulates that youth are able to actively contrib-
ute to their own development while also enhancing their environment [27].

Empirical findings spanning a range of individual and ecological assets, includ-
ing studies of mentoring, parent closeness, school connectedness and participation
in spiritual or religious activities and programs have supported the PYD framework
[28-31]. For example, parent-family connectedness and school connectedness are
protective against risk behaviours in many domains, including substance abuse,
emotional distress and violence [27]; family closeness has been associated with
greater self-esteem and social competence, and fewer problem behaviours [32]; and
the presence of a mentoring relationship has been shown to promote high school
graduation, college attendance and employment for youth [33-35]. Other studies
have focused on the quality of PYD programming provided and its impact on youth
outcomes. A 2018 review of program evaluations found that programs that pro-
moted more skill-building were associated with greater change in social conscience
and character, and promoting positive social norms within the program was associ-
ated with a greater impact on youth’s values, decision-making and critical thinking
skills [36].
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2.3  Applied Positive Youth Development and Outcomes

Similar to the paradigm shift in the understanding of health as more than the absence
of illness, the National Research Council and Institute of Medicine’s Committee on
Community-Level Programs for Youth identified that “problem-free is not fully pre-
pared” [15]. Meaning that youth who have multiple positive developmental assets
and are not considered at-risk may not be fully prepared to take on the responsibili-
ties of adulthood. It also means that removing a problem, such as a high-risk behav-
iour, may not be enough to create lasting success. Even with multiple positive
factors in a young person’s life, they must have opportunities to be exposed to and
master a variety of life skills. This recognition encouraged programs to not only
work towards the prevention of problems, but also encourage development and
acquisition of life skills.

Historically, many community-based youth programs in the United States were
designed to be appealing to youth of European descent [6]. Over time, the need for
programs to support youth from low socioeconomic and ethnically diverse back-
grounds was identified [37]. Many organizations developed new program opportu-
nities for minority youth. Unfortunately, low-income African American, Latino, and
Native American youth have not participated in youth programs to the same degree
as their middle-class, European American peers [6]. While many youth programs
began with a goal of reaching marginalized youth, the popularity and growth of
programs for middle-class youth may have left out many marginalized youths for
whom the programs were originally targeted.

As the PYD theory developed, there has been greater effort placed on determin-
ing what characterizes a PYD program. Broadly, a PYD program is one that contrib-
utes to adolescents becoming happy, healthy, and productive adults. As described in
the previous section, there are multiple youth development theories with significant
overlap. There is also considerable debate about zow programs contribute to healthy
adolescent development.

Empirical research supports the role of community-based youth programs in pro-
moting positive outcomes and reducing risk behaviours for youth. The National
Research Council and the Institute of Medicine also examined data regarding com-
munity programs designed to promote youth development. The findings from this
report included a broad description of features of positive developmental settings
including safety, appropriate structure, supportive relationships, opportunities to
belong, positive social norms, support for efficacy and mattering, opportunities for
skill-building, and integration of family, school, and community efforts [15]. This
report built on earlier work of the Positive Youth Development Project in 1999,
which examined the effectiveness of youth programs [38]. They identified a wide
range of shared components including strengthening competency, building self-
efficacy, and increasing healthy bonding between adults and peers. Effective pro-
grams provided structure and demonstrated consistent program delivery over the
course of 9 months or more.

Roth and Brooks-Gunn built on this earlier work, examining community-based
programs with the intent of describing the essential components of youth
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development programs [21, 26] including (1) active participant involvement; (2) a
safe, caring environment that treated adolescents as responsible individuals; and (3)
goals focused on developing prosocial behaviours and life skills [21]. Even when
programs involve preventing problem behaviours, PYD programs have a primary
goal to promote positive development. PYD programs utilize an “atmosphere of
hope” ([18], p. 97) that is youth-centred and gives participants the opportunity to
take on responsibility, make choices, and grow. The activities in PYD programs can
provide both formal and informal opportunities for skill-building, engagement in
real-life challenges, and exposure to new ideas and experiences [21]. While pro-
grams have similarities within these three characteristics, how individual organiza-
tions implement them vary.

Roth and Brooks-Gunn [21] surveyed 71 youth organizations which used PYD
to further define essential programmatic components. In the program goals section,
the majority of the programs had missions related to youth developing skills, con-
nections, and competencies, while also preventing health-compromising behav-
iours. In the program atmosphere section, important themes included
relationship-building activities to promote a supportive environment, leadership
and youth decision-making to empower participants, and expectations for positive
behaviour. Interestingly, programs that had a prevention goal tended to meet for
fewer hours overall, were less likely to offer mentoring, and were less likely to cre-
ate an empowering environment. Programs that focused on social connection dem-
onstrated greater staff/volunteer retention. More than 75% of organizations
provided programming with recreational activities, opportunities to broaden their
horizon, real-life based “authentic” activities, and/or life skill, social skill or lead-
ership training. The specific focus of the activity was less important than the oppor-
tunity to participate. Once again, programs with prevention goals tended to have
lower levels of skill-building components, chances to broaden horizons, or authen-
tic opportunities. This study also indicated that larger programs may have more
difficulty in creating supportive program environments, although the budget per
participant did not lead to specific program differences. Both large and small pro-
grams were able to create supportive environments that led to positive develop-
mental opportunities.

PYD program characteristics identified by Catalano et al. [39] and Roth and
Brooks-Gunn [21] overlap with Lerner’s “Big Three” characteristics, which include:
(1) opportunities for youth participation in and leadership of activities; (2) emphasis
on the development of life skills; and (3) sustained and caring youth—adult relation-
ships [10]. A review examining the effectiveness of programs oriented to promoting
PYD among youth found that programs that demonstrated improvements in youth
outcomes, such as quality of peer and adult relationships, problem solving, self-
control, and academic achievement [38]. Individual features of the programs
focused on strengthening social, emotional and behavioural competencies; enhanc-
ing self-efficacy; providing clear behavioural standards; increasing bonds between
youth and caring adults and peers; providing opportunities for recognition and
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delivering programming with consistency and structure over a sustained period of
time of 9 months or longer. These program features allowed AYA to gain develop-
mental assets that led to the overall outcomes [39]. Roth and Brooks-Gunn charac-
terize PYD programs as those that create safe, supportive, and empowering spaces
that focus on skill-building, developing self-confidence and confidence for the
future, and building connections with others. Similarly, Lerner’s “Big Three” model
provides essential components to distinguish ~zow PYD programming can promote
and enhance the 5Cs. While different programs may implement the “Big Three” in
a variety of ways, they are important to the development of the 5Cs. Developing the
5Cs helps lead to the sixth C, Contribution, and studies have shown that the more
developmental assets an individual has attained, the greater the effect on positive
outcomes [40, 41].

The relationship between these characteristics and enhanced PYD continues to
be an active area of research. Ramey and Rose-Krasnor [42] argued that it is impor-
tant to not only examine whether or not youth participate in quality programs, but
specifically how youth interact within the context of the program. They argued that
it is necessary to examine in detail the interactions between youth and a program to
understand the relationship between program activities and the subsequent develop-
ment of PYD assets.

Policy makers and public health officials are interested in using youth develop-
ment programs to reduce problem behaviours. A 2003 report by the Forum for Youth
Investment focused on the importance of thinking broadly about youth development
for all youth to reduce problem behaviours, promote positive outcomes, and broadly
prepare youth for adulthood [43]. The importance of youth participation in pro-
gramming outside of school has been incorporated into the Healthy People 2020
objectives, with the goal of increasing the proportion of youth who participate in
outside of school activities by 10% [44]. Youth programs are an important tool to
promote the development of youth at the local and national level.

With the growth of PYD programs, the need for evaluation has also been high-
lighted. A confounding factor in determining the efficacy of these programs is that,
as described above, there is no set definition of a PYD program. While there are
principles that have been deemed important, there are variations in the terms used to
describe these principles. Additionally, simply stating that a program is PYD
focused does not necessarily mean that it contains the Big Three or emphasizes
growth through the 5Cs.

Given promising findings in at-risk youth, the PYD approach can be applied to
other populations, such as AYA with COCC. Focusing on developing internal youth
assets by building skills and competency through the experience of safe connections
with caring adults, PYD programs and approaches can be applied to a variety of
communities and organizations that aim to support adolescents as they transition
into adulthood. In particular, this approach is especially relevant for programs or
entities that serve youth with chronic conditions who would benefit from opportuni-
ties to build life skills, leadership and connections within their community.
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2.4  Positive Youth Development and Chronic Conditions

More than 15% of adolescents live with childhood onset chronic conditions (COCC)
including diabetes, sickle cell disease, inflammatory bowel disease, physical dis-
abilities and other conditions [45, 46]. Along with environmental, health behav-
ioural, and genetic changes, advances in medical technology over the past four
decades have led to substantially increased life expectancy for many youth with
COCC, with significantly more youth with chronic conditions now surviving into
adulthood [47, 48]. With this transition to adulthood, youth with COCC face mul-
tiple challenges, including suboptimal educational, vocational and financial attain-
ment, poor health outcomes due to inadequate self-care, halted health care transition,
risk-taking behaviours, as well lower levels of psychosocial adjustment and quality
of life [3, 49, 50]. Therefore, it is imperative to conceptualize ways to support this
population in becoming successful young adults in all areas of life. There are many
aspects of PYD that make it an ideal framework to use in programming for youth
with COCC, such as focusing on youths’ strengths, aligning youths’ strengths with
their contexts, honing skills, and promoting attributes such as competence, self-
determination and self-efficacy, which have been shown to promote the successful
transition to adulthood [18, 51].

A comparison of positive youth development for adolescents with and without
COCC provides initial evidence that approaches used to promote positive outcomes
among youth without COCC can be applied to youth with COCC. Surprisingly,
there were no significant differences between adolescents with and without COCC
on overall PYD or any of the 5C domains. Confirmatory factor analysis demon-
strated that the same structure of PYD as measured by Lerner in the general popula-
tion can be applied to youth with COCC [52]. These findings suggest that PYD-based
interventions for youth without COCC are applicable to youth with COCC. An
unpublished manuscript evaluating rates of participation in general youth program-
ming among youth with and without COCC found that adolescents with COCC
were just as likely as their peers without COCC to be engaged in youth program-
ming, indicating that these programs may be sites to target PYD-based practices
[53]. Another finding from the analysis indicated that Latino and other ethnic and
racial minority youth were significantly less likely to participate in youth program-
ming. Therefore, programs that serve youth with chronic conditions should take
additional steps to include youth of diverse ethnic and racial backgrounds.

Historically, studies of youth with COCC have taken a problem-focused approach
rather than concentrating on youths’ strengths. Living with a chronic condition is
often considered a challenge that one must overcome. Youth with COCC are a vul-
nerable population at risk of becoming over-medicalized and are especially in need
of a strengths-based framework for positive growth.

Like populations for which PYD was originally conceptualized, youth with COCC
are an underserved, at-risk group. Indeed, rates of delinquent behaviour are compara-
tively high in this population given the increased health vulnerability of these youth,
and these maladaptive behaviours may have more detrimental effects [54, 55]. For
example, a teenager with diabetes who uses alcohol may not recognize a low blood
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sugar and become comatose; a young adult with asthma who is non-adherent with
their treatment regimen is at risk of death from a fatal asthma attack. For youth with
COCQC, the stakes are higher in the case of risky behaviours, and therefore the need for
targeted intervention is even more imperative. The PYD approach has been used to
promote positive health behaviours and decrease risk behaviours for at-risk youth in
the areas of sexual health and substance use [56, 57]. Analysis of these programs
indicates that wellbeing in adolescence is associated with decreased health risk and
improved general health in young adulthood for youth without COCC [58]. Based on
this data, youth with COCC could substantially benefit from PYD-based programs in
terms of health outcomes in the context of risky behaviours.

The PYD framework of aligning youths’ strengths with resources in their envi-
ronment to promote optimal development has been applied to high-risk populations
of youth with success in promoting positive outcomes. For youth with COCC, lever-
aging ecological assets is even more essential. Youth with COCC are often isolated
from their community [59] related to a number of factors including school absences
[53], lack of programs that can accommodate youth with disabilities, higher rates of
mental illness, or other challenges [60]. The PYD approach enhances the alignment
between an individual’s strengths and environmental resources, thus fostering com-
munity, which is critical for youth with COCC. It has been shown that enhancing
community connectedness, especially in schools, promotes educational attainment
for youth with COCC [34], a critical factor in future financial stability and success
in adulthood. Similarly, evaluations of PYD programs have demonstrated improved
mental and physical health, enhanced resilience, and overall quality of life for youth
without COCC [38, 61]. While some studies have shown higher quality of life
among adults with serious health conditions, known as the disability paradox [62],
research has also found higher rates of mental health conditions among youth with
COCC compared to youth without COCC [60, 63]; therefore, the benefits of PYD
programming have the potential to be extended to the chronic illness population
with valuable implications.

For positive development to occur, youth must become activated, motivated and
engaged in their own development [17]. According to Larson, PYD assumes that a
young person has the inherent capacity to derive motivation through challenge,
which serves to galvanize that individual’s active engagement in their development.
Many youths with COCC face challenges on a daily basis related to their condition,
which may provide the motivation to catalyze engagement. For youth with COCC,
this is especially important given the additional burden of caring for their chronic
condition and its implications on health outcomes. If youth are motivated to engage
in their development, that motivation may extend to increased engagement in their
health management and health promotion leading to improved overall wellbeing.

AYA with COCC struggle with the transition to adulthood in vocational, educa-
tional and financial areas. They are less likely to graduate from college, obtain gain-
ful employment, and earn less income compared to their healthy peers [64, 2, 3]. In
addition, the period of healthcare transition from paediatric to adult medicine pres-
ents a high-risk period for youth with COCC and is associated with increases in
morbidity and mortality [65-67].
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Transition readiness, or the ability of adolescents and their family to engage in
the process of moving from paediatric to adult care, has been conceptualized as a
developmental skill important to consider in the context of other developmental
tasks that adolescents with chronic conditions are acquiring as they mature [68].
Transition readiness has been linked to other youth development constructs that are
associated with PYD including intentional self-regulation (ISR) and hopeful future
expectations (HFE). ISR involves the process of selecting and setting goals, using
skills to optimize one’s chances of successfully achieving those goals, and compen-
sating or altering one’s trajectory if attempts at actualizing goals fail [69]. ISR is a
modifiable developmental skill that could be promoted with PYD-oriented pro-
gramming and is particularly relevant to youth with COCC who may have to adjust
life goals in the face of condition-related challenges. ISR has been shown to be
associated with transition readiness in youth with COCC [68]. Self-regulation has
been conceptualized as instrumental to chronic condition self-management via its
effect on individual and interpersonal processes [70]. HFE may facilitate the devel-
opment of transition readiness as well given its influential effect on ISR [71]. Since
more advanced developmental skills are tied to enhanced transition readiness,
encouraging positive youth development for youth with COCC may also enhance
transition outcomes, both related to healthcare transition and transition into
adulthood.

According to the PYD framework, successful youth outcomes include the devel-
opment of attributes of competence, confidence, character, social connectedness
and compassion, known as the 5Cs described above [39]. Competence and confi-
dence are two internal PYD assets that are important for promoting and ensuring
optimal self-management through activation—a critical skill for youth with
COCC. Patient activation is defined as the individual’s knowledge, skill and confi-
dence in management of their own health [72], and there is increasing evidence
supporting the importance of activation in promoting positive outcomes for people
with chronic conditions [73, 74]. Healthcare transition is defined as a “multifaceted,
active process that attends to the medical, psychosocial, and educational or voca-
tional needs of adolescents as they move from the child-focused to the adult-focused
health-care system”; it involves the development of autonomy and independence, as
well as transition in other areas of the youth’s life, such as school, work, and the
community [75]. Higher activation scores on the Patient Activation Measure have
predicted transition readiness in a study of AYA with rheumatic disease [76] sug-
gesting that targeting activation could improve healthcare transition. Health literacy
and numeracy scores in this same cohort did not predict transition readiness, consis-
tent with the finding that knowledge alone is not sufficient to promote improved
patient engagement and outcomes [77]. For youth with COCC, it is not only para-
mount that they understand their condition, symptoms, and management, but that
they have the confidence to carry out their treatment plans and advocate for them-
selves in order to become successful and healthy adults. Both competence and con-
fidence have been associated with enhanced patient activation [72] and are promoted
through PYD programming.
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Hibbard et al. [72] conceptualized a 4-stage developmental model of activation:
(1) believing in the importance of the individual’s role in their healthcare, (2) having
the confidence and knowledge (or competence) necessary to take action, (3) taking
action to maintain and improve one’s health, and (4) staying the course under stress.
Of note, “staying the course under stress” can be understood as ISR in the PYD
framework. Higher levels of patient activation have been associated with decreased
unnecessary healthcare utilization and improved health outcomes [73]. It is clear
that essential components of PYD influence activation. Thus, improving positive
development in youth with COCC on a broad level may improve transition readi-
ness and health outcomes via patient activation [68].

PYD programming for youth with COCC fosters the development of successful
young adults who are active contributors to their communities, and is an opportune
forum for helping youth become active and engaged self-managers of their condi-
tion and their lives. The effectiveness of the PYD approach in fostering positive
outcomes for youth with COCC was examined by Maslow and Chung [78] in a
systematic review of programs for youth with COCC that employed principles of
PYD. Fourteen youth programs (15 studies) were identified that included at least
one core component of PYD. Only three studies were considered comprehensive
(included all three core elements of PYD programs: opportunities for leadership,
skill-building and sustained relationships with adult mentors). Four programs were
mentoring-based (promoted sustained youth—adult relationships), and seven focused
on youth leadership (youth were actively involved in program leadership). Below,
we present different types of programs that could be leveraged to support PYD in
youth with COCC based on this review of the literature [78]. The review identified
programs employing some combination of PYD principles and underscores the
variety of programs that could be harnessed to promote PYD.

2.4.1 Mentorship

By harnessing the connections among AYA, peer-based mentorship provides a
mechanism to promote PYD. We recommend intervention models that integrate
young adults who have successfully navigated the transition to adult care to serve in
leadership roles to support their peers in navigating this arduous transition process
to adult healthcare and adulthood. This model could be supported by one-to-one
mentoring models in which mentors are individually matched with AYA, or in group
settings with multiple mentors and youth meeting together. Peer-based mentoring
interventions have shown to promote positive outcomes for AYA with chronic con-
ditions, such as improved self-efficacy, empowerment and wellbeing [79], as well as
improved self-care advocacy and reduced loneliness [80].

Group-based mentorship has been shown to promote PYD. For example, The
Adolescent Leadership Council (TALC) and Adolescents Transitioning to Leadership
and Success (ATLAS) programs, which are healthcare transition focused leadership
programs based in hospital settings, bring together college mentors and high school
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participants for monthly meetings. The programs encompass the “Big Three” PYD
components and provide the opportunity for college mentors and participants to dis-
cuss ways to adaptively grow up with a chronic condition. Topic areas are chosen by
youth participants; examples include ‘talking to friends about one’s chronic condi-
tion’, ‘speaking with the doctor independently’, and ‘identifying and obtaining
accommodations in school’. College-aged mentors help develop programming activ-
ities, such as role plays, ice breakers, and instructional games. These programs also
include a skill-building component, which allows participants to gain confidence and
competence in skills that are related to successfully transitioning into adulthood and
the adult healthcare system. With the oversight of medical staff, college age-mentors
are able to provide support to high school participants. Mentors share their own expe-
riences to help guide and support high school participants. These programs have
been associated with positive outcomes and promote PYD [80, 81].

The Chronic Illness Peers Support Program (ChIPS), a well-established program
located in Australia, also includes the three core components of a PYD program
[82]. Following participation in weekly group sessions, youth can choose to partici-
pate in various social, educational, and leadership-based activities throughout the
year. This program provides opportunities for youth to take on multiple leadership
roles, such as serving as a group mentor/co-facilitator, fundraising, and engaging in
advocacy. With activities occurring year-round, youth can develop sustained rela-
tionships with adults throughout the year, and develop a variety of important skills.

2.4.2 Leadership

Traditional leadership-based programs provide another mechanism to promote
PYD elements. The leadership programs included in the systematic review described
above include Outward Bound, camp- and school-based programs, which provide
youth with COCC an opportunity to serve as leaders, support one another, and par-
ticipate in program development.

Outward bound programs provide youth the opportunity to learn and develop
while engaging in outdoor activities. Programs for youth with chronic illness have
been effective in promoting short-term and long-term outcomes, including improve-
ments in leadership, self-concept, and school attendance. The British Outward
Bound program, for instance, was developed for youth with type 1 diabetes, in
which youth participate in outdoor excursions while also having to manage their
diabetes care [83]. This provides the opportunity for youth to learn essential self-
management and problem-solving skills in a variety of conditions [78, 83]. It also
provides an opportunity for youth to serve as leaders and support one another during
challenging outdoor activities.

Another context in which to promote PYD is the summer camp setting.
Summer camps dedicated to youth with COCC serve a large portion of youth
with COCC [84]. Youth who attend camp are already engaged and have estab-
lished relationships with camp counsellors and staff. Camps designed for youth
with COCC could leverage these relationships to develop a PYD-based program



2 Positive Youth Development Approach to Support Life Skills of Young People... 29

by complementing youth—adult sustained relationships with skill-building and
leadership opportunities [84]. A recent systematic review evaluated all research
studies conducted of camps for youth with COCC over the past century in the
United States and examined whether the camps utilize PYD-based principles. Of
the 425 studies reviewed, over 50% contained all three principles of PYD, and
over 90% included at least two of the three components. Although studies did not
directly address the three principles, this helps to underscore the opportunity for
camps to integrate PYD programming [84]. Beyond the campers, research sug-
gests that AYA counsellors with chronic conditions may also benefit from camp
in terms of their condition self-management. At a camp for youth with diabetes,
AYA counsellors with diabetes were found to have significant reductions in
Haemoglobin A1C, a marker of blood sugar control, over 610 weeks at
camp [85].

Maslow and Chung [78] highlight the need for more rigorous research to evalu-
ate the impact of programs on the promotion of medical, healthcare transition, and
psychosocial outcomes for youth with COCC. While all studies in the review
assessed psychosocial outcomes, only four respective studies examined medical
outcomes (e.g. glycaemic control, weight loss) and healthcare transition outcomes
(e.g. self-advocacy, self-management). Psychosocial adjustment and empowerment
improved in a mentoring program for youth with disabilities. Other studies demon-
strated no change in self-worth, coping, self-esteem, locus of control and diabetes
adjustment. These findings underline the lack of rigorous PYD-based program eval-
uations in AYAs with COCC, which limits the ability to comprehensively evaluate
the efficacy of PYD-based programs.

2.5 Key Recommendations for Practice

Based on the current literature and our team’s 20+ years of PYD programming for
AYA with COCC, our recommendations are both broad and specific. Just as PYD
has been conceptualized in many ways, with a variety of components, implementing
PYD in practice can be achieved in myriad forms. In order to determine how to best
utilize PYD, it is important to understand both the setting and overall goals. While
most of the PYD research has been on structured programs, the same principles may
be applicable in other settings.

When developing interventions for AYA with COCC, we recommend integrating
the Big Three components of PYD principles. Firstly, this includes providing oppor-
tunities for AYA participants to establish positive and stable long-term relationships
with adult role models. Secondly, integrating skill-building components into pro-
graming is essential; these could include skills specific to living with a chronic ill-
ness, such as self-management (i.e. treatment regimen adherence) and healthcare
navigation (i.e. self-advocacy in the physician’s office), as well as skills related to
AYA more generally, such as educational and vocational related abilities. Third,
programming should be intentional about providing leadership opportunities for
AYA. There are various ways to provide leadership opportunities such as involving
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AYA in program planning, incorporating AYA in mentorship roles, and enabling
youth to develop and lead programs.

There is not one specific way to incorporate all three PYD principles into a pro-
gram. We encourage program developers to be creative and innovative in forming
developmentally appropriate, PYD-based programs. For many programs serving
AYA with chronic conditions, modifications to current programming may lead to
incorporation of more PYD components. Programs can complete self-assessments
on how well they incorporate the Big Three into their current offerings, and then
integrate additional principle(s) into the intervention model. For example, an
Outward Bound program for AYA with chronic conditions may already be integrat-
ing sustained adult-youth relationships and skill building, and may consider incor-
porating leadership opportunities, such as enabling AYA to plan excursion or serve
as mentors. PYD-based programs for youth with COCC have been implemented by
individuals with various levels of expertise in a range of settings including the hos-
pital, school, community, and online.

The Big Three are associated with promoting internal attributes consistent with
Lerner’s 5Cs: competence, character, confidence, connection, and compassion.
Developmental theory and research have shown that as AYA develop more assets,
their outcomes improve. Promoting the 5Cs may identify youth strengths and enhance
assets, which can help AYA with COCC to thrive. ISR and HFE are two components
described above that have been linked to PYD and enhanced transition readiness, and
may be related to improved health outcomes. If it is not possible to integrate the Big
Three into interventions, identifying which components of the 5Cs, ISR, and HFE
best fit within the goals of an organization or program will allow for more targeted
interventions. Additionally, being aware of the diversity of the target group will be
necessary in order to create culturally appropriate and successful programs.

While current studies examining PYD programs for youth with COCC have
many shortcomings, such as lack of control groups, small sample sizes, and limited
follow-up, this creates an opportunity for growth. Moving forward, it is critical for
researchers to use rigorous methods across studies and sites to better capture the
development of positive youth attributes in AYA with chronic conditions over time.
Rigorous methodologies aside from the standard randomized control trials may be
more realistic, especially as many organizations that provide programming do not
participate in research. Identifying new models to study these varied programs may
help to mitigate these concerns while also serving as many AYA with COCC as pos-
sible. While there are currently a few measures to evaluate PYD that can be utilized
for both informal assessment and research, further validation and study is needed.

We also recommend integrating aspects of PYD into healthcare practice. While
healthcare providers are not necessarily mentors, they are adults in a young person’s
life who often have a positive influence longitudinally. Encouraging AYA with COCC
to have a larger role in their healthcare may improve their motivation and compliance.
Incorporating skill-building opportunities into office visits, such as answering health
questions, giving a medical history, and/or making an appointment independently in
the absence of parents, may help empower AYA with COCC and enhance both confi-
dence and competence. When possible, including AYA with COCC in
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decision-making, both for their own care and for broader clinic or systems issues may
help promote leadership. These changes to practice may help AYA with COCC to
develop more assets, which in turn may improve health outcomes.

2.6 Conclusion

Due to great medical advancement, the majority of youth diagnosed with a chronic
condition will now survive into adulthood. These medical achievements have led to
a greater focus on the long-term outcomes in this population. Developmentally based
theories have been critical in moving from mitigating current physical and psycho-
logical symptomatology to promoting optimal development. PYD is one theory that
can help to inform how to best support adaptive long-term development for youth
with COCC. This chapter provides a historical overview of PYD, as well as its theo-
retical underpinnings. Lerner and Lerner’s 5Cs model is introduced as an empirically
supported approach, which posits that individual youth assets can predict long-term
outcomes in at-risk youth. Initial evidence is described that demonstrates a good fit
for applying Lerner and Lerner’s 5Cs framework to youth with chronic conditions.

In sum, PYD can be leveraged to achieve optimal development of AYA with
COCC and presents an area ripe for investigation in this population. This chapter
presents the current state of knowledge on PYD programs in AYA with COCC. The
recommendations for practice are outlined to provide guidance for professionals
working with this population in various settings to promote PYD. While clinical
implications for the importance of PYD in this population are highlighted, research
in this area remains limited. This chapter should serve as a foundation for future
research to better understand and promote PYD in AYA with COCC.
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The Development of Self-Management
in Young People with Chronic
Conditions: A Transitional Process

Jane N.T. Sattoe and AnnelLoes van Staa

3.1 Introduction

The developmental context of young people with chronic conditions makes their
situation different from people who are being diagnosed with a chronic condition at
a later age. This also reflects in their challenges for learning and practicing self-
management and the support they need. In Chap. 1, the broad definition of self-
management was outlined as follows: “the individual’s ability to manage the
symptoms, treatment, physical and psychosocial consequences and lifestyle changes
inherent in living with a chronic condition” [1].

Growing up with a childhood-onset chronic condition implies that children do
not only have to cope with their condition and its consequences for their daily life,
but also need to reach various developmental milestones while passing through
childhood, early adolescence, late adolescence and eventually attaining young
adulthood. Young people are, for example, expected to leave their parents’ or care-
givers’ homes eventually, pursue educational and vocational or professional careers,
start their own families and thus, as autonomous adults, they are expected to partici-
pate and fulfill meaningful roles in society. This multifaceted life-stage transition to
adulthood is already challenging but is extra demanding for those with (childhood-
onset) chronic conditions [2]. These young people have to balance the usual devel-
opmental tasks of growing up with additional adaptive tasks related to their chronic
condition. Fulfillment of these tasks is important for adjustment to adult life [3].
Moos and Holahan [4] described the following adaptive tasks for people with
chronic conditions: managing symptoms, managing treatment, forming relation-
ships with health care providers, managing emotions, maintaining a positive self-
image, relating to family members and friends and preparing for an uncertain future
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[4]. Note that these tasks relate to the medical, role and emotional domains of self-
management [5], and require specific self-management skills (see also Table 3.1).
Balancing and navigating between normal developmental and additional adaptive
tasks related to the chronic condition is complex. A chronic condition and its treat-
ment can have manifold effects on development and daily life, while at the same
time developmental changes can affect both the condition and its treatment [7-9].

3.2 Growing Up with a Childhood-Onset Chronic Condition

Growth, physical appearance, relationships with relatives and peers, social partici-
pation and emotional wellbeing may all be influenced by a chronic condition [8—
11]. Several studies showed that young people with chronic conditions reach
developmental milestones later and are at risk for less favourable psychosocial
development compared to their healthy peers [12, 13]. Adolescents confirm that
having a chronic condition complicates school participation and the development of
friendships through frequent hospitalizations and disclosure issues [14]. Mental
health is often compromised as well. Young people with chronic conditions report
elevated levels of anxiety and depressive symptoms and lower self-esteem com-
pared to healthy peers [15—17]. On the other hand, usual developmental changes,
like the onset of puberty, may negatively influence disease patterns and symptoms.
Hormones may for example negatively impact disease parameters like growth hor-
mone does for blood values in diabetes [8]. Young people are reported to have
poorer disease control than other age groups, and to show problem behaviours or
risk-taking behaviours [8, 18, 19], complicating management of the condition and
its treatment. Another change young people have to deal with is the transfer from
paediatric to adult care. Suboptimal transfer may result in no-show in adult care or
poor treatment adherence, accompanied by a risk of complications and deterioration
of health [20]. Self-management in young people with chronic conditions is thus
complicated by the reciprocal impact of transitioning to adulthood and having a
chronic condition.

Furthermore, the additional adaptive tasks for people with chronic conditions
require specific self-management skills that young people have to acquire while
becoming adults. While doing so, they ideally and gradually take over the responsi-
bility of caring for their chronic condition from their parents or caregivers. This
initial dependency followed by a gradual shift in responsibility is also part of their
development and unique to the case of young people with chronic conditions [21].
They, for instance, have to build up a relation with new healthcare professionals in
adult care and have to engage in shared decision-making. Gall et al. [22] introduced
the Shared Management Model (also see Chap. 8) in which they outline that, ide-
ally, young people gradually transform from receivers of care to their own manag-
ers or supervisors of care. In this last stage, parents take on the role of consultants
and healthcare professionals become resources instead of having the major respon-
sibility [22]. The role of parents in this process is further highlighted in Chap. 6.
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Table 3.1 Self-management tasks along the adaptive tasks of living with a chronic condition and
the domains of self-management*

Self-management
domains

Medical management

Role management

Emotional
management

Adaptive tasks of living with a chronic condition

Managing
symptoms and
treatment

* Understanding: the
disease; (the necessity
of) medication and
treatment regimen; and
side effects

* Use of specific
treatment devices or
techniques

* Dealing with
symptoms

* Self-monitoring of
clinical outcomes

¢ Drafting an
individualized care plan

* Knowing where to find
information about the
disease

* Knowing about the
risks of risk behaviours
(e.g. alcohol abuse).

Forming
relationships with
healthcare
professionals

* Accessing healthcare

¢ Communication with
healthcare
professionals

* Managing doctor visits

» Coping with
hospitalizations

* Knowing when to ask
for medical help

* Having organizational
skills

Relating to
family members
and friends

e Child—parent sharing/
teamwork

* Social initiation and
friendship making;
having a social network;
maintaining family and
romantic relationships
(sexuality)

* Knowing when to ask
for (medical) help

* Participating in normal
social activities; keeping
up with peers (e.g. via
internet or social media)

* Disclosure (educating
peers)

* Communication and
social problem-solving

(continued)
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Table 3.1 (continued)

Self-management Emotional
domains Medical management Role management management

Preparing for an | * Setting goals for » Setting goals and
uncertain future healthcare transition having dreams for the
future related to school,
work, community,
living, housing,
recreation and leisure

* Setting life goals

¢ Independent living

* Traveling/staying
abroad

* Having organizational
skills

Managing ¢ Dealing with

emotions fear-related

thinking

* Sharing feelings
and experiences,
also feelings
related to the
condition

* Accepting the
condition

* Healthy
expressions of
anger and
transforming or
managing anger

* Stress
management;
having helpful
positive thoughts

* Managing the
impact of or
decreasing
negative
thoughts

* Spirituality

Maintaining a * Self-confidence/
positive self-esteem
self-image building

* Developing a
positive body
image/body
esteem

* Building
self-efficacy/
self-appreciation

*Adapted with permission from Sattoe et al. [6]
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Taking up an active role in healthcare is not self-evident for young people. While
adolescents want to be involved as equal partners in their care, this wish often
remains unfulfilled in daily practice. During consultations, they mostly act like
bystanders because their participation is not requested, nor encouraged [23, 24].
Also, preferences of young people often are not met by their actual experiences,
which can have negative emotional consequences [25]. This difficulty in becoming
independent and gaining autonomy is also present outside healthcare. A qualitative
study comparing the views of adolescents and their parents, showed that life beliefs
of young people and their parents can clash, leading to child—parent conflict [26]
and resulting in negative outcomes regarding lived experiences, social participation,
and the overall transition to adulthood [27, 28]. A recent review focusing on how
children assume self-management responsibility from their parents showed that this
includes a complex process that is influenced by multiple contextual factors [29].
Self-management in young people with chronic conditions is thus complicated by
the shift from dependency to independency.

The developmental context of young people with chronic conditions hence
impacts self-management and that is why self-management should be seen as tran-
sitional process [30] that is inevitably linked to their overall transition to adulthood
[3]. Also, while the challenges are manifold, young people are generally motivated
and confident about their ability to learn new skills. They often embrace the pros-
pect of becoming autonomous adults, and many have an optimistic outlook on the
future [2].

3.3  Frameworks for Self-Management
and Self-Management Support of Young People

There are different frameworks that may be useful in addressing the challenges of
self-management in young people with chronic conditions. A general framework
that is often linked to self-management is the World Health Organization’s
International Classification of Functioning, Disability and Health (ICF; Fig. 3.1)
[31]. While the ICF is not specifically designed for use in case of young people, it
has been applied successfully to young people with chronic conditions in various

Fig. 3.1 International Health condition
ol . (disorder or disease)
classification of
functioning, disability I
and health l ) l
Body Functions <———  Acitivities ~———  Participation

and Structures

t f

Environmental Personal
Factors Factors
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studies [21, 32-35]. The ICF is a biopsychosocial model that pretends to combine
both the medical model of disease and the social model of disability. It considers
three core components of functioning, i.e. body functions, activity and participation,
within the sphere of an individual’s health condition and contextual factors (envi-
ronmental and personal factors). The ICF emphasizes the importance of capacity
and performance in functioning. Capacity refers to the ability of a person to com-
plete a task or action in a standard environment, while performance refers to per-
forming this task or action in his or her own environment [31]. Regarding
self-management of young people, the gaps between capacity and performance may
help professionals (and others) to understand the support needs of these young peo-
ple [21]. The ICF presumes that by addressing these barriers, functioning can be
improved. Although the presence of mutual influences of an individual’s health con-
dition and context on daily functioning is described in the model, the ICF remains a
general framework that does not specify self-management processes and tasks and
the context in which self-management takes place. Also, the ICF has been criticized
for being normative and not paying enough attention to people’s lived experiences
and the enhancement of their agency [36].

A more specific framework is the conceptual model of Modi et al. named the
Paediatric Self-management Model (PSM) [37]. The PSM is a socio-ecological
model that embeds self-management behaviours of young people with chronic con-
ditions within four different domains: individual, family, community, and health-
care system. The underlying notion is that modifiable and non-modifiable factors in
each domain determine self-management behaviours through cognitive, emotional
and social processes. These self-management behaviours affect adherence and so
influence outcomes (at both individual and system level) [37]. In this context, adher-
ence is defined as “the extent to which a person’s behaviour coincides with medical
or health advice” [37]. The importance given to adherence as a mediating construct
shows that the PSM focuses on medical treatment (outcomes). The developers men-
tion that “self-management behaviours, which are conducted by a child or family
member, are performed in the context of care for the chronic condition. This does
not assume positive or negative impact, only that the behaviour was conducted for
the purpose of treatment” [37]. The assumption that self-management behaviours
are solely conducted for the purpose of treatment, however, does not concur with the
holistic view on self-management.

The shifting importance of the medical, role and emotional domains is empha-
sized in the Self-management Support Model for Young People (SSMYP; Fig. 3.2)
[3]. The SSMYP does not elaborate on specific self-management processes and
outcomes, but tries to depict the unique context of young people growing up with
chronic conditions and their specific self-management challenges. The SSMYP
conceptualizes self-management as a dynamic process that requires flexibility in
shifting between different content (the domains of self-management) and roles (of
the people involved) [3]. The interaction between healthcare professionals and
young people is shown as a continuum of directivity, acknowledging that sometimes
professionals will take the lead and sometimes patients will—and that young people
will have to learn forming partnerships with their healthcare professionals. The
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Fig. 3.2 Self-management support model for young people. (Sattoe, J.N.T. (2015). Growing up
with a Chronic Condition: Challenges for Self-management and Self-management Support.
Rotterdam: Erasmus University Rotterdam. ISBN: 978-94-6169-684-7)

(development of the) patient—provider relationship will be further explored in
Chap. 5. The model also points towards shifting roles and autonomy of youth and
their parents, which will be further explored in Chap. 6; and the fact that support
may also come for others as is the case in peer support, as will be elaborated upon
in Chap. 7. Finally, the SSMYP mentions an “articulating task” for young people
when shifting between domains of self-management. This has to do with the inter-
relatedness of the medical, role and emotional domains. Young people have to learn
how to coordinate the tasks and priorities related to each domain within their capac-
ities, this articulating task is the core of self-management [3].

The ICF, PSM and SSMYP are different models that may be seen as complemen-
tary to each other. Still, there are some similarities between the models that may
further enhance our understanding of self-management of young people with
chronic conditions. First, all three conceptualize self-management as a dynamic
process rather than a fixed ability. This is in line with seeing self-management of
young people with chronic conditions as a “transitional process” [30]. Second, the
ICF and the SSMYP both endorse a biopsychosocial view, underlining the impor-
tant of all three domains of self-management. Finally, the ICF and the PSM both
emphasize that self-management is influenced by contextual factors and all three
models recognize the importance of others (e.g. parents, family, friends) in the pro-
cess. There are also some points raised by the different models individually that



44 J.N.T. Sattoe and A. van Staa

deserve further exploration. First, the ICF distinguished the constructs of capacity
and performance. Second, the PSM emphasizes that factors influencing self-
management processes (and ultimately behaviour) can be either modifiable or
unmodifiable. Third, the SSMYP points towards articulation work as the core self-
management task. Before further exploration of these points, we review the theories
and theoretical constructs underlying self-management.

3.4 Theories and Theoretical Constructs Underlying
Self-Management

The theory that is most often linked to self-management is the social learning theory
or social cognitive theory of Bandura [38], both in young people [6, 39, 40] and in
adults with chronic conditions [41—44]. This theory implies that self-management is
something that (young) people learn through information given by others (social
persuasion by an authority), by observing others (social modelling) and by trial and
error (mastery experiences). An important construct in the social cognitive theory of
Bandura is self-efficacy. Self-efficacy refers to an individual’s belief in his or her
capacity to execute and control over certain tasks [45]. The idea is that higher self-
efficacy will lead to “better” self-management, and that self-management interven-
tions (SMI) should foster self-efficacy [44]. Often, instead of referring to the theory,
studies use individual theoretical constructs to inform SMI [39, 41]. In this light,
self-efficacy is often related to self-management [5, 46] and used as an outcome in
the evaluation of SMI [6].

Another theory that is regularly linked to self-management is the theory of self-
regulation. Again, this is both in young people [6, 39] and in adults with chronic
conditions [42]. This theory is generally labelled as the self-regulation theory, but
some more specifically refer to Bandura’s social cognitive theory of self-regulation.
The main idea is that people self-regulate to achieve previously set goals. Goals-
setting is thus an important aspect of the theory, and Bandura [38] mentions three
elements of self-regulation: (1) self-monitoring (of behaviour, its determinants and
its outcomes), (2) judgement of the behaviour considering the context (e.g. is this
behaviour in this context beneficial for me?), and (3) affective self-reaction (e.g.
problem-solving) [38]. Barlow and colleagues (2002, p. 178) describe self-
management as “... to monitor one’s condition and to effect the cognitive, behav-
ioural and emotional responses necessary to maintain a satisfactory quality of life”
and define self-management as “a dynamic and continuous process of self-
regulation...”. The construct of self-efficacy is also seen as an important mecha-
nism in the self-regulation theory [38]. Whereas self-regulation is more like the
strategy to achieve pre-set goals, self-efficacy refers to the extent to which people
think they will succeed in achieving these goals.

Another construct that is essential in the self-regulation theory is “self-
determination”, which is defined as “a combination of skills, knowledge, and beliefs
that enable a person to engage in goal-directed, self-regulated, autonomous behav-
iour” [47]. The last part of this definition emphasizes that self-determination has to
do with individual agency, e.g. having own priorities and making own decisions.
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Apart from a construct, self-determination is also mentioned as a theory in itself.
The self-determination theory emphasizes three basic needs: (1) having a sense of
personal competence, (2) social relatedness (e.g. good relationships with others)
and (3) autonomy [48, 49]. These are all line with self-management. Notable is that
self-efficacy, again, seems to be an important construct (although not explicitly
mentioned as such). Summarizing, all the mentioned theories show that self-efficacy,
competency, social context and relatedness, and autonomy determine how young
people perform self-management. We now explore the specific tasks and skills
required for learning how to self-manage, the influencing factors, and self-
management interventions.

3.5 Self-Management Tasks of Young People
and Required Skills

Self-management of people with chronic conditions is about living with a chronic
condition and thus is a lifetime task [50]. Each domain of self-management comes
with its own adaptive tasks and required corresponding skills. For young people, the
uptake of these tasks is extra challenging because they have to deal with additional
developmental tasks that may interfere or even overlap with their self-management
tasks [3]. Also, young people have less (life) experience than older adults which can
make self-management more challenging. Therefore, they have a wider range of
self-management tasks than adults [37]. Yet, literature on what these self-
management tasks of young people entail is scarce.

In adults with chronic conditions, Schulman-Green et al. [51] specify processes,
tasks and skills of self-management [51]. The list is long and self-management tasks
evolve around the chronic condition and health needs, navigating healthcare, spiri-
tuality and social roles, and emotional adjustment. Corresponding skills vary from
general life skills like “carrying out normal tasks and responsibilities” or “advocat-
ing for self” to specific skills like “monitoring and managing symptoms” and “coor-
dinating services/appointments and insurance” [51].

In a systematic overview of SMI for young people with chronic conditions, the
content of these interventions was reviewed [6]. This gives insight into what is seen
as important for young people to learn to self-manage their chronic condition. In
Table 3.1, we present it alongside the domains of self-management and the adaptive
tasks of living with a chronic condition as described by Moos and Holahan [4]:
managing symptoms, managing treatment, forming relationships with healthcare
professionals, managing emotions, maintaining a positive self-image, relating to
family members and friends and preparing for an uncertain future.

Another recent review of interventions for young people with chronic conditions
has found similar content of interventions [52]. Corresponding self-management
skills are problem-solving skills, decision-making skills, resource utilization skills,
social and communication skills and goal setting skills [5, 52]. On top of these comes
the articulation task, which Lorig and Holman [5] describe as the core self-management
skill of “self-tailoring” [5], i.e. using one’s skills to know and prioritize needs (and act
accordingly). Required self-management skills are summarized in Table 3.2.
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Table 3.2 Required self-management skills

Skills In relation to self-management

Problem-solving Solving problems by assessing situations and finding appropriate
solutions

Decision-making Being able to make the right decisions on the right time and in the right
order

Resource utilization | Knowing when and how to utilize resources like finding and using the
right information; and being able to involve others in time

Social relations and | Managing relationships with healthcare professionals: being an active
communication partner in healthcare, reporting changes in health and discussing these
with healthcare professionals, and being able to make argued decisions
and share these with healthcare professionals

Goal setting Being able to set goals and make a realistic planning to achieve these
goals; also, being able to go from planning to practicing

Articulation or Monitoring the course of disease, being able to prioritize accordingly,

self-tailoring being flexible, and initiate timely adjustment when needed

3.6 Factors That Influence Self-Management
of Young People

Different factors can influence self-management of young people with chronic con-
ditions. Modi and colleagues [37] visualized that these can be both modifiable and
non-modifiable and can operate at different levels: the individual level, the family
level, the community level and the healthcare system level. In a review of barriers
and facilitators of self-management among young people with chronic conditions
different influencing factors were found [53], as well as in other studies [54-59].
These are summarized in Table 3.3 and placed alongside the categorisation and
levels mentioned in the PSM. To complete the list the extra level “chronic condi-
tion” was added.

At the individual level, modifiable factors mostly cover the way young people
see themselves and if they feel competent enough to manage their condition. Most
factors can influence self-management both negatively and positively. Wanting to
lead a “normal” life for instance, can be a motivation for some young people,
while at the same time it can create pressure for others. Findings about the influ-
ence of non-modifiable personal factors are mostly mixed and thus unclear [53].
Parental involvement in self-management can as well be both positive and nega-
tive for young people. If parents leave room for young people to develop auton-
omy and eventually grow independent, this is beneficial. On the other hand, if they
worry about letting go and want to force their own involvement upon their child’s
life, it often creates child—parent conflicts, complicating self-management.
Similarly, relationships with peers and teachers can be supportive or not. This is
likely also true for relationships with colleagues and supervisors in the work envi-
ronment. Finally, on the healthcare system level, relationships with providers,
perception of ownership of care and shared management can be important.
Financial costs and difficult treatment regimens can complicate self-management.
The list of influencing factors in Table 3.3 is not exhaustive and it is noteworthy
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Table 3.3 Factors that influence self-management of young people

Modifiable Non-modifiable
Individual Self-concept (normalization) Age
Health beliefs Gender
Self-efficacy Intrapersonal characteristics, e.g.
intellectual/cognitive capacity
Knowledge (about the chronic
condition)
Feeling of autonomy
Problem-solving skills
Psychosocial functioning
Family Parental involvement and support in | Socioeconomic status
self-management
Parental attitudes towards chronic Ethnicity/culture
condition
Marital status of parents
Community Peer relationships/support Social stigma
Interactions with teachers (e.g.
understanding of teachers)
Healthcare Support by healthcare providers Financial costs
system Patient—provider relationship Access to healthcare
Shared management with providers
and parents
Ownership of care
Chronic Attitude towards condition Visibility
condition (Complicated) regimen/treatment Age at onset of condition
Predictability
Complicated regimen/treatment

that most studies into influencing factors and experiences of young people only
included adolescents. Studies about young adults are scarce. Also, little is known
about the interaction between different factors.

3.7 Self-Management Interventions

A wide variety of SMI exist for young people with different chronic conditions [6],
although the self-management challenges are similar across conditions [40]. Most
individual intervention studies are conducted in the United States [6, 52], focus on
a particular diagnosis with asthma and diabetes on top of the list [6, 39, 40, 52], and
are conducted in young people in the age from 12 to 18 year old [6]. Interventions
aim at different areas of self-management. Eighty-one SMI for young people
(7-25 years) were reviewed, and most SMI solely aimed at medical management,
while very few consider emotional management [6, 60]. This finding is in contrast
with the notion that self-management is a broad concept and encompasses more
than medical management and indicates that the translation from theory to practice
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is slow. Yet, a shift seems to be noticeable. In an update of the review (see Chap. 4),
we found new interventions aiming at emotional management, while no new inter-
ventions were included that were solely targeted at medical management.

Regarding the format, SMI can be applied at individual level or group level and
sometimes parents of young people with chronic conditions also participate in inter-
ventions. Formats include among others educational sessions, skills training ses-
sions, motivational interviewing sessions, cognitive behavioural therapy sessions,
family sessions, telemedicine systems, peer support activities and art therapy ses-
sions [6, 52]. Saxby et al. [40] recommended eight key educational components for
SMI (regardless of the format): structured and sequenced curricula, reinforcement,
active participation, collaboration, autonomy, feedback, multiple exposures and
problem-solving [40]. These seem appropriate as they link to the theoretical assump-
tions underlying self-management. Professionals that facilitate self-management
support are, among others, trained interventionists, nurses, clinicians, psychologists
and therapists, and can also include whole healthcare teams [6, 52]. The setting of
interventions also varies. While they are mostly conducted in outpatient clinics of
hospitals, they can also take place at home, schools, public environments, and online
[6, 52].

3.8  Evaluation and Outcomes
of Self-Management Interventions

As the types and content of SMI vary, so do the outcome measures used in evaluation
studies [6, 39, 52, 61]. Studies for instance measure adherence, disease knowledge,
clinical outcomes, self-efficacy, quality of life, self-management skills and behav-
iours. Although this could logically be attributed to the different areas interventions
focus on, mismatches between content of interventions and outcome measures used in
evaluation studies are not uncommon [6]. This hampers conclusions about the effec-
tiveness of SMI for young people with chronic conditions in meta-analyses [3].

The uncritical use of outcome measures was also mentioned by others, and the
establishment of a core set of measurement instruments for SMI is recommended
[61-63]. So far, we only found one study that identified a core outcome set for clini-
cal trials of interventions for young adults with type 1 diabetes. Eight outcomes
were recommended: (1) measures of diabetes-related stress, (2) diabetes-related
quality of life, (3) number of severe hypoglycaemic events, (4) self-management
behaviour, (5) number of instances of diabetic ketoacidosis (DKA), (6) objectively
measured glycated haemoglobin (HbA1C), (7) level of clinic engagement, and (8)
perceived level of control over diabetes [64]. Both medical and emotional manage-
ment seem to be covered in these, but role management is not. An outcome measure
related to role management could be the Rotterdam Transition Profile, that mea-
sures the attainment of independence in areas such as education, work, independent
living, sexuality and intimate relations, etc. [65, 66].

Predefined outcome sets do not exist. One could also wonder whether it would
be feasible and helpful to define core outcomes for every diagnosis separately.
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Therefore, current studies would benefit from a more systematic approach to the
evaluation of SMI. Steps in such an approach could be [3]:

1. Review the content of interventions: Which domains of self-management are
targeted?

2. Establish content-related criteria for the selection of participants: Who needs the
intervention?

3. Select theory- and content-related outcome measures: What is expected
to change?

4. Decide on measurement instruments: Disease-specific or generic?

Despite the heterogeneity in interventions and outcome measures used and the
methodological limitations of evaluation studies, some evidence on the effective-
ness of SMI for young people with chronic conditions has been extracted in recent
reviews. This will be reviewed in the next chapter.

3.9 Key Recommendations

e Acknowledge that balancing and navigating between normal developmental and
additional adaptive tasks related to the chronic condition, is complex for young
people and parents alike.

e Be aware that growth, physical appearance, relationships with relatives and
peers, social participation, and emotional wellbeing may all be influenced by the
chronic condition and that being “different” may cause additional emotional
strain on young people.

e View the development of self-management skills as a necessary prerequisite for
an optimal transfer from paediatric to adult care. It is an intrinsic part of transi-
tioning to adulthood and to adult care.

¢ Include parents or caregivers in the process of building self-management skills,
as young people gradually need to take over the responsibility of caring for their
chronic condition from them.

e Involve children and adolescents in all healthcare-related decisions and encour-
age that they participate in their healthcare as much as possible.

e Use holistic, biopsychosocial models to describe self-management tasks and do
not only focus on the medical domain and tasks.

e Self-efficacy is an important determinant of self-management. Therefore, facili-
tate environments that allow young people to learn from others and to gain mas-
tery experiences.

e In developing self-management interventions for young people with chronic
conditions, both disease-specific and generic self-management tasks should be
addressed.

e Use theory to build self-management interventions and use a systematic approach
for the evaluation.
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e Make sure that the selected outcomes in the evaluation of self-management inter-
ventions match both the goal and the content of the intervention.

e Be aware that there is no “one size fits all” approach, as the development of self-
management is a dynamic and individualized process.

3.10 Conclusion

Growing up with a childhood-onset chronic condition implies that young people do
not only have to cope with their condition and its consequences in daily life, but also
need to reach various developmental milestones in order to achieve autonomy in
adulthood. Learning to perform self-management tasks is a challenge for young
people, their families, and healthcare professionals alike. This is a complex process
that requires flexibility, trust, and support on the part of parents and professionals so
that adolescents can build self-confidence and enhance their self-efficacy. The
development of self-management is influenced by many factors, both on the level of
the individual, the family, the community and the healthcare system. Self-
management does not only involve medical tasks, but also involves managing the
psychological and social consequences of living with a chronic condition. Self-
management skills are often complex and include problem-solving, decision-
making, resource utilization, building social relations, goal setting and self-tailoring.
Many of such adaptive tasks are not disease-specific but represent generic chal-
lenges. Still, at present, most interventions aiming at enhancing self-management
skills in young people only target medical management skills. Very few focus on the
emotional trials that are inherent to living with chronic conditions. Furthermore, the
evaluation of self-management interventions is often comprised by the fact that
there seems to be little consensus on suitable outcomes.

Adolescence is often described as a stormy period with multiple transitions in
various life domains. Still, young people themselves generally have an optimistic
view of the future and embrace the possibilities of adulthood. This offers healthcare
professionals and parents the opportunity to empower young people in their journey
towards adulthood. Self-management does not imply doing it all by yourself; but it
starts with the acknowledgement of the right and the need to include young people
in (decisions about) their own care and life.
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Exploring Components and Effects of
Self-Management Interventions for
Young People with Chronic Conditions

Marjolijn I. Bal, Jane N.T. Sattoe, Pepijn D. D. M. Roelofs,
and Anneloes van Staa

4.1 Introduction

It is important to help young people with chronic conditions to gradually develop
self-management skills in all life areas, e.g., in work (intimate) relationships, sport
activities, healthcare [1-3]. That is why self-management support is considered an
integral part of healthcare [1-3]. It is often delivered using specific self-management
interventions (SMI), and aims to help young people to (learn to) deal with the physi-
cal, emotional, and social consequences of their chronic condition in daily life.

Various studies evaluated SMI for young people with chronic conditions [1-8].
However, most of these studies are focused on specific diagnoses [4, 5, 8] while a
non-categorical (i.e., generic) approach can be more helpful for practice [9, 10].
There are many similarities between young people with various chronic conditions,
as they all face comparable challenges and adaptive tasks while growing up [11].
Also, components or elements of SMI are often similar across chronic conditions. A
non-categorical approach to self-management could allow different healthcare
teams to learn from each other, for instance by using similar intervention formats.
Examples of such SMI are the Ready Steady Go and the Skills for Growing Up tools
(see Chap. 8). Also, a non-categorical approach could stimulate the use of similar
outcomes measures in evaluation studies, which would benefit research into effec-
tiveness of SMI [11].
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This chapter presents an update of a systematic review of SMI for young persons
with chronic conditions, employing a generic approach [12]. It elaborates on evi-
dence of effectiveness of different outcome measures and provides insights into
promising intervention components.

4.2  Systematic Literature Review
4.2.1 Searching for SMI

The search strategy consisted of variations and Boolean connections (AND, OR) of
subject headings and keywords relating to self-management; children, adolescents,
and young people; chronic illness/condition and physical disabilities and interven-
tion [12]. Relevant variations of search terms were derived from database thesau-
ruses and similar review articles. An information specialist helped define the final
search strategy. Six databases were searched: Embase, Medline, PsycINFO, Web-
of-Science, CINAHL, and Cochrane. Two researchers (MB, JS) independently
completed the database searches by scrutinizing relevant reviews’ references for
additional relevant publications. Inclusion criteria for the studies found are pre-
sented in Table 4.1. In total, 10,939 studies were identified. Full texts of all agreed-
upon articles (n = 637) were obtained. Then, two reviewers (MB, JS) independently
decided on the inclusion of articles based on the full text, resulting in 69 publica-
tions (Fig. 4.1). The methodology checklists of the Scottish Intercollegiate
Guidelines Network (SIGN) for randomized controlled trials [13] were used to
assess their methodological quality.

4.2.2 Exploring Content and Components of SMI

Self-management support includes three domains: medical management (consider-
ing the treatment, symptoms, lifestyle, etc.), role management (considering social
roles and participation), and emotional management (considering emotional conse-
quences of having a chronic condition and emotional well-being) [14]. Next to the
focus of SMI (i.e., which domain(s) of self-management do they address), data on
several components of SMI were extracted: interventions’ theoretical base; format

Table 4.1 Inclusion criteria

A | Study design: studies using a randomized controlled study design.

B | Study types: original research articles in English language published from January 2003—
February 2019.

C | Interventions: studies focusing on the evaluation of SMI and describing the SMI or
referring to previous description(s) of the intervention.

D | Outcome measures: studies considering clearly defined outcome measures.

E | Participants: studies focusing on young people aged 7-25 years with somatic chronic
conditions or physical disabilities.
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Fig, 4.1 Selection process Records identified Additienal records
identified through
searching reference lists
n=10,939 n=549

Records screened
n=11,498

Studies included
n=69

(group or individual or a combination of these); discipline (monodisciplinary or
multidisciplinary); interventionists (e.g., psychologist or nurse); elements (e.g.,
education, peer-support, telemedicine); and setting (e.g., home, clinic, school).

4.2.3 Exploring Effectiveness and Effective Components

Two reviewers (MB, JS) independently clustered the specific study outcome mea-
sures into categories. GRADE was used to independently rate the overall quality of
evidence for each category (see Appendix) [15].

Analyses to explore the effectiveness and the effective SMI components were
performed for each outcome measure category separately. Random effects analy-
sis was applied in which standardized mean differences between intervention and
control group were calculated for each study [16]. In this way, effect sizes of sta-
tistically heterogeneous studies could be compared and an overview of effects on
an outcome measured with different measurement instruments could be provided.
Pooled estimates were not calculated, because interventions were clinically
diverse (i.e., consisted of different intervention elements) and studies were meth-
odologically diverse (i.e., different measurement instruments were used for
evaluation).

In addition, to evaluate the effective intervention components, effect sizes of
included studies that differed on particular intervention components were compared
(regardless of the overall effects). A pattern of effects was only described when at
least three studies were included and we used the cutoff point of two out of three
studies (67%) as a minimum number of studies indicating effects in the same direc-
tion. If this last requirement could not be met, the pattern was described as showing
no clear effects. Individual studies that showed a significant effect were weighted
twice and individual studies that showed a trend (but not a significant effect) were
weighted once.
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4.3  Findings

In this chapter we included a total of 69 studies (27 additional studies compared to
the original review) [17—-85]. A description of study characteristics and intervention
components per study is presented in Table 4.2.

4.3.1 SMI Components

4.3.1.1 Domains and Theories of Self-Management

More than half of the SMI solely targeted medical management (51%). Medical
management was either disease-specific (e.g., self-monitoring of blood glucose val-
ues in diabetes) or consisted of more generic elements (e.g., making appointments
in healthcare). One intervention only considered role management (2%) [67], refer-
ring to topics related to social participation, such as communication, assertiveness
and keeping up with peers, while one intervention only considered emotional man-
agement (2%) [53], referring to young person’s emotions and cognitions. Stress-
management and relaxation techniques were discussed during this intervention
program. Other SMI addressed multiple self-management domains: medical and
emotion management (18%); medical and role management (12%); and medical,
emotion, and role management (15%).

Most studies did not mention a theoretical base for the SMI (70%). When studies
referred to a theory-driven framework, these included cognitive behavioral theory
(14%), Bandura’s (cognitive) social learning theory (6%), both cognitive behavioral
theory and Bandura’s (cognitive) social learning theory (3%), or other (7%).

4.3.1.2 Other Components

Interventions were applied at the individual level (61%), at group level (31%), or
both (8%). The professional backgrounds of the interventionists were often not
mentioned (45%). However, in the cases these were mentioned, SMI were mostly
provided by one type of professional (monodisciplinary) (77%). Often a psycholo-
gist (27%) or a nurse (12%) was involved. Regarding intervention elements, SMI
included: education (86%), cognitive restructuring (e.g., cognitive behavioral ther-
apy) (24%), relaxation training (24%), peer-support (18%), discussion sessions
(15%), telemedicine/e-health (using password protected websites with eLearning
modules, written assignments, and/or games), phone calls by healthcare profession-
als or peers (15%), and training in problem-solving (14%), goal-setting (14%) or
self-monitoring (e.g., keeping a diary with blood glucose values) (14%).

4.3.2 Outcomes of Self-Management Interventions
In general, results on effectiveness should be interpreted with some caution, because

the quality of evidence for most outcome measures was low or very low (Appendix).
This is mainly caused by the variability and heterogeneity of SMI. Also,
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self-management is conceptualized differently in studies, resulting in a diversity of
components and content of SMI, and a variety of outcome measurements used in the
evaluation studies. In order to improve the (insights in) effectiveness of SMI, it is
recommended to further standardize the development and evaluation of self-
management interventions [6, 86, 87].

Most SMI were focused on the reduction of physical symptoms (52%), improv-
ing quality of life (30%), increasing disease knowledge (29%), or improving coping
with the chronic condition in daily life (26%). Other SMI were focused on reducing
depressive feelings (15%), or anxiety (11%) or non-adherence (14%), and on
improving school attendance (8%). The evaluation studies published between 2016
and 2020 were mainly focused on psychological outcomes such as anxiety and
depression, which points to a shift toward a broader operationalization of SMI, i.e.,
paying more attention to the emotional domain. This shift is important, because
identifying and paying attention to adolescents’ lived experiences and needs in the
areas of emotional well-being and social participation during adolescence is essen-
tial for them to achieve their full potential and a satisfying adult life [88]. Although
school attendance is considered as an important outcome of self-management sup-
port, less attention is paid to this outcome measure in evaluation studies [86, 89, 90].

4.3.3 General Effects of Self-Management Interventions

Thirty-four SMI were focused on the reduction of physical symptoms. Of these,
more than half was either significantly effective (21%) or showed a positive trend in
favor of the intervention group (44%). For those aimed at improving adherence (n =
9) these percentages were both 44.1%, and for those trying to increase disease
knowledge (n = 19), these percentages were 53% and 37%, respectively. These find-
ings are in line with those of previous studies, showing possible evidence for effec-
tiveness of SMI on disease knowledge of youth with spina bifida, arthritis, asthma,
or diabetes [86, 91-94] and for effectiveness of pediatric SMI on adherence
[91, 95, 96], and symptom reduction [93, 94, 96, 97].

SMI also seem useful to improve HRQoL. Of the interventions that aimed to do
s0, 20% showed a significant positive effect and 50% showed a positive trend in the
intervention group. Ten SMI were focused on reduction of depressive feelings. Of
these, 30% was significantly effective and 30% showed a positive trend in favor of
the intervention group. For those SMI aimed at coping with the chronic condition (n
= 17) no clear effects were found: Only two studies (12%) showed a significant posi-
tive effect and only 41% showed a trend in favor of the intervention group. Finally,
SMI that were focused on reducing anxiety, do not seem effective at all. Four out of
seven (57%) of these even showed a positive trend in favor of the control group.

Conflicting evidence for effectiveness of SMI on patient-reported outcomes such
as HRQoL have been reported in previous reviews [87, 97]. Although findings in
this review have to be interpreted with caution, overall it seems that SMI do have
positive effects on different outcomes. In the next paragraph we will explore further
what elements in SMI may help or not.



4 Exploring Components and Effects of Self-Management Interventions for Young... 71

4.3.4 Promising Intervention Components

An overview of promising interventions components per outcome measure category
is presented in Table 4.3.

4.3.4.1 Outcomes of Self-Management Domains as
Intervention Components

The fact that self-management is more than medical management is repeatedly
emphasized in the self-management literature. Yet, a focus on the medical manage-
ment domain seemed to be a promising component of SMI for a wide array of
outcome categories, i.e., HRQoL, coping with the chronic condition in daily life,
anxiety, depressive feelings, adherence, and disease knowledge. Perhaps a better
understanding of the chronic condition and its treatment, helps to integrate these in
daily life and could make the young people more confident in handling their situa-
tion. The different self-management domains are interrelated. As such, a focus on
the medical domain may positively affect other (nonmedical) outcomes as well. An
important addition is that no evidence was found that SMI focused on medical
management could lead to reduced physical symptoms. To reduce symptoms, it
seems to be important to pay attention to the emotional side of having a chronic
condition as well. However, the results also suggest that the combination of emo-
tional and medical domains should be avoided if the aim is to reduce anxiety or
depressive feelings. No evidence was found for SMI targeting the role and emo-
tional domains alone or the domains in other combinations, possibly due to the
small number of SMI employing such approaches. Only recently, SMI seemed to
tread the role and emotional domains and future research might shed some light on
the effects thereof.

4.3.4.2 Professionals Involved as Intervention Components
SMI that were provided monodisciplinary (i.e., delivered by one type of healthcare
professional) seemed to be promising in terms of reduced symptoms, increased dis-
ease knowledge, increased adherence, improved ability to deal with the chronic
condition in daily life and reduced anxiety and depressive feelings of young people.
Evidence for multidisciplinary provided SMI was only found for disease knowl-
edge. This finding is somewhat unexpected, since the combination of different kinds
of expertise of healthcare professionals was expected to result in an accumulation of
knowledge and skills that could improve SMI effectiveness. Also, one could argue
that, in order to cover all domains of self-management, different kinds of expertise
are needed (e.g., expertise of a nurse, a psychologist, and an occupational therapist).
However, most included SMI focused on a single self-management domain, thus the
effects of multidisciplinary SMI are not clear. Also, the single focus and involve-
ment of one discipline may lead to more specific and explicit intervention aims,
benefitting (research into) effectiveness of SMI.

Most interventions were delivered by psychologists and such SMI seem to be
promising in reducing physical symptoms, improving disease knowledge, dealing
with the chronic condition, reducing anxiety and depressive feelings and fostering
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HRQoL. This is not surprising, since SMI focused on these outcomes usually aimed
to intervene on cognitions, coping and behavior, and this is the expertise area of a
psychologist. For other professionals, effects were unclear since the number of stud-
ies with SMI delivered by non-psychologists was very low.

4.3.4.3 Formats as Intervention Components

Most SMI were delivered individually compared to those in groups (or a com-
bination of both). Such SMI seemed to be promising in improving young peo-
ple’s ability to deal with their chronic condition, their disease knowledge and
adherence and in reducing their anxiety. Group-based SMI were found to be
promising in reducing symptoms and increasing HRQoL. However, if the aim
is to reduce anxiety, group interventions should be avoided, since they do not
seem to be effective in reducing anxiety. Perhaps this can be explained by shar-
ing experiences during group sessions. The experience of one person with pro-
gressive symptoms of their chronic condition for instance, could make other
group-members anxious about their own future. This is indeed mentioned as
one of the possible negative effects of peer-support (also see Chap. 7). At the
same time, peer-support is reported to decrease feelings of loneliness, improve
social skills, increase social contacts, and improve positive attitudes toward
having a chronic condition [98], which might explain the evidence we found
for increased HRQoL.

4.3.4.4 Settings as Intervention Component

The clinic as setting seemed to be promising for almost all outcome categories,
except for anxiety and school attendance. No effects for anxiety and school
attendance were found for any of the settings. Interesting is that for HRQoL to
improve, the home setting also seemed to be important, as it seemed promising
both alone and in combination with the clinic setting. The combination home and
clinic also seems good for reduction of symptoms. SMI delivered at home only
furthermore showed promising effects for improving disease knowledge, adher-
ence and dealing with the chronic conditions in daily life. Surprisingly, the last
was also more achieved if the SMI was delivered online. Two components in
combination with outcome categories were clearly not effective: interventions at
school trying to improve disease knowledge and interventions online aiming to
reduce symptoms. Overall, the clinic seems to be the most promising setting
for SMI.

4.4 Key Recommendations for Practice

These recommendations are based on the results of our analysis. It is good to keep
in mind that little is known about other elements than the ones mentioned and that
we did not explore possible effects of the combination of elements.
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Recommendations for Practice

e To reduce physical symptoms of young people with chronic conditions, use
SMI with one or more of the following characteristics: SMI focusing on (a
combination of) medical and role or medical, role and emotional manage-
ment; delivered monodisciplinary and in a group; delivered by a psychologist
in a clinic, at home, or a combination of both. It is not advisable to deliver
such SMI online.

e To improve disease knowledge of young people with chronic conditions, use
SMI with one or more of the following characteristics: focused on medical
management alone or on all three self-management domains; can be delivered
both mono- and multidisciplinary; targeted at individuals; can be delivered by
psychologists at a clinic or at home. The school setting is not beneficial for
such SMI.

e To improve adherence of young people with chronic conditions, use SMI with
one or more of the following characteristics: focused on medical management;
delivered monodisciplinary and individually in a clinic or at home.

e To improve the way young people cope with their chronic condition in daily life,
use SMI with one or more of the following characteristics: focused on medical
management alone or on all three self-management domains; delivered monodis-
ciplinary, individually and by a psychologist at a clinic, at home or online.

* To reduce anxiety of young people with chronic conditions, use SMI with one or
more of the following characteristics: focused on medical management; deliv-
ered monodisciplinary, individually, and by a psychologist. Do not use SMI
focused on the combination of medical and emotional management and do not
use group SMIL

e To reduce depressive feelings of young people with chronic conditions, use SMI
with one or more of the following characteristics: focused on medical manage-
ment, delivered monodisciplinary, by a psychologist and in a clinic. Not effective
is the use of a SMI that focuses on both medical and emotional management.

e To improve health-related quality of life of young people with chronic condi-
tions, use SMI with one or more of the following characteristics: focused on
medical management alone or a combination of medical and emotional manage-
ment; delivered in a group and by a psychologist; delivered at a clinic, at school
or both at a clinic and at home.

4.5 Conclusion

Self-management support is important for young people growing with chronic con-
ditions to help them deal with their condition in daily life, since they have to face
the normal tasks of development (e.g., acquiring autonomy) and have to engage in
lifelong medical management of their condition. In the last five years, there has
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been a shift in the focus of self-management support from mere medical manage-
ment to a broader operationalization of SMI, including emotional and social aspects
of dealing with a chronic condition. Not much can be said about promising interven-
tion components of SMI, since a lot is unclear and for most of the combinations of
components and outcome categories, no evidence was found due to the small num-
ber of studies that included these combinations. Still, available evidence showed
that, depending on the selected outcome (i.e., aims of the SMI), promising interven-
tion elements can be: a focus on medical management, monodisciplinary delivery,
delivered by a psychologist, individual or group (they are complementary to each
other) and delivered in a clinic. However, this is not to say that other intervention
components are not effective, since no evidence found does not necessarily mean
that those other components are not effective. Finally, relatively little is known
about components that positively affect school attendance, depressive feelings, anx-
iety, and adherence.
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Self-Management Support for Young
People with Chronic Conditions: Roles
and Views of Professionals

Janet E. McDonagh

5.1 Introduction

All young people, as they grow up, ideally learn to self-manage their health within
their capacity to do so. Supporting young people and their families in this process is
integral to developmentally appropriate health care for all young people irrespective
of health status. One of the key indicators of youth friendly health care identified in
a systematic review of the literature addressing the young person’s perspective, was
young people being involved in their own health care which in turn was directly
associated with a good understanding of their medical condition and treatment [1].
As an individual young person starts to take responsibility for their own healthcare,
this is appropriately shared and supported by their parents/caregivers, family and
friends. Autonomy development also needs to be supported by the health profes-
sionals they come into contact with and the services where they receive their health
care. Self-management support is the support provided by healthcare professionals
to young people and their family and other caregivers, so that young people can deal
with the physical, emotional and social consequences of their chronic condition in
daily life. In doing so, they develop self-confidence to sustain this health promoting
behaviour for the rest of their life (adapted from [2]).

Addressing the transition to adulthood (including transfer) to adult healthcare is
a key component of developmentally appropriate healthcare for all young people
irrespective of health status. In two international and interdisciplinary Delphi stud-
ies involving health professionals, self-management was identified as an important
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outcome of transitional care for young people with chronic conditions [3, 4]. In one
of these studies however, one could also argue that a further six outcomes identified
are integral to medical self-management, namely disease knowledge, medical
knowledge, adherence to treatment, understanding health insurance, attending med-
ical appointments and avoidance of unnecessary hospitalisations [3]. In a prospec-
tive study of 374 young people with diabetes, cerebral palsy or autism spectrum
disorder, promotion of young person’s confidence in managing their health condi-
tion was one of three proposed beneficial features of transitional care services asso-
ciated with better outcomes alongside appropriate parental involvement and meeting
the adult health provider in advance [5]. However, only a fifth of participating cen-
tres in the study promoted such health self-efficacy. In another study of 8-16 year
olds with asthma, health providers only obtained the young person’s input into their
asthma management treatment plan during 6% of encounters and caregiver input
during only 10% of visits [6].

Adolescence and young adulthood has been recognised as a life stage with win-
dows of opportunity to influence adult health as well as the health of the parents of
tomorrow [7]. It is a life stage when both health promoting and health risk behav-
iours develop and when responsibility of management of health (and ill-health),
influenced by such behaviours, moves from the caregiver to the individual young
person. Furthermore, whereas in childhood when health services are accessed pri-
marily by the caregivers on a child’s behalf, during adolescence and young adult-
hood, young people become the “new users” of such services and start learning how
to access and navigate services independently.

The aim of this chapter is to consider how healthcare professionals, health sys-
tems and the wider community can use this developmental window of opportunity
to support and nurture self-management during adolescence and young adulthood.

5.2  Perspectives for the Health Professionals
5.2.1 Healthcare Professionals: The Individual

Healthcare professionals involved in the care of young people with chronic condi-
tions are in a privileged position to support young people on their developmental
journeys into adulthood. In the aforementioned systematic review of indicators of a
youth friendly health service from the adolescent’s perspective, a youth friendly
healthcare provider was defined as “someone with accurate knowledge who could
provide holistic care, was respectful and supportive, honest, trustworthy, and
friendly” ([1], p. 678). Shaw et al. reported that provider characteristics are impor-
tant determinants of adolescent satisfaction with transitional care [8]. It is therefore
important for healthcare professionals to reflect on their own behaviours and atti-
tudes with respect to this age group. Adolescence is a life stage when it is particu-
larly important that individual healthcare professionals set aside any personal biases
and prejudices with respect to this age group. In their professional lives, healthcare
professionals need to acknowledge and separate any assumptions that are based on
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their own adolescence and those of their own children and/or relatives in addition to
any sociocultural and religious backgrounds, thereby ensuring they are profession-
als first and foremost [9]. However, it is also important that services acknowledge
the emotional impact of caring for young people with chronic conditions has on
individual health of professionals, particularly at the time of transfer to adult care,
and provide staff with appropriate and effective supervision [10].

5.2.2 Comparison of Health Priorities Between Professionals
and Young People

In a Delphi study involving young people with Inflammatory Bowel Disease (IBD)
and paediatric and adult gastroenterology professionals involved in their care, self-
management skills were considered more important than IBD-specific items and
there were no significant differences in ranking between respondent types [11].
However, in another study, there were significant discrepancies between perceived
health priorities between young people with IBD and physicians, with physicians
overestimating the worries of the young people and not acknowledging the impact
of fatigue on their lives [12]. The authors of the latter study concluded that it is
important to routinely asking young people the question: “what matters to you?”, in
order to truly understand the concerns of young people [13]. Relationships with
healthcare professionals were identified as a key barrier and facilitator of self-
management amongst adolescents with asthma [12]. Better self-management was
reported when a positive relationship with the health professional was promoted and
when the professional was competent, understanding and helpful [14, 15], echoing
again the reported indicators of youth friendly services as perceived by young
people [1].

5.2.3 Adjustment of Care as Young Person Grows Up

As in the rest of paediatrics, healthcare professionals have to learn to adjust as the
young person develops, including when there is regression which can often happen
in chronic conditions. This is also important for healthcare professionals involved
with young people seen in the adult care setting where developmental assessments
may be less routine. Chronological age is a poor predictor of developmental status
[16, 17]. Moynihan et al. [16] reported that the strongest relationship with transition
readiness as measured by Am I ONTRAC was the stage psychosocial development
or maturity (i.e. the capacity to function independently and to interact with others
outside of the family) [16]. Professionals who practice developmentally appropriate
care and support appropriate youth autonomy have been reported to be the best to
deliver transitional care [18]. Routine psychosocial screening and developmental
assessment should be core to all consultations with young people. Psychosocial
screening tools such as HEEADSSS (Home, Education/Employment, Eating,
Activities, Drugs, Sexuality, Suicidal ideation and mental health and Safety) [19]
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and THRXEADS (Transition, Home, Rx for Medication and Treatment, Education
and Eating, Activities and Affect, Drugs and Sexuality) [20] are useful in this regard
both to engage the young person as well as to identify both protective as well as risk
factors. Such protective factors include what resources, competencies, talents and
skills young people already have which in turn both inform and be harnessed in the
development of self-management strategies. How such tools are used in practice
however may not always be effective. In a study of young people with a mean age
of 17 years and the majority having a chronic condition, discrepancies were reported
between what the young people recalled of the discussions of the HEEADSSS top-
ics compared to what the health professional reported having discussed, particularly
for the more sensitive of topics such as sexual health or mental health [21]. The
findings raise questions regarding how the HEEADSSS questions were asked. Were
they asked in a more interrogative than interactive manner? Was the timing appro-
priate? Had the professional engaged the young person? Was the young person
ready to listen?

5.2.4 Relationships Between Professional and Young Person
and/or Caregivers

Irrespective of setting, it is important to acknowledge the nature of both the relation-
ship healthcare professionals have with the young person as well as with the parent/
caregiver during adolescence [22]. The majority of parents provide ongoing emo-
tional and practical support for their children irrespective of age. Hart et al. reported
that parents/caregivers of young people with arthritis were still prominent players in
decision-making around drug therapy into the third decade [23]. When a young
person has a chronic condition which worsens or when the young person is dis-
tressed, parents can act as invaluable “safety nets” [24]. However, professionals also
need to be aware of young people who may not have parents who can provide such
support and may need this from trusted others as well as healthcare professionals.
Parents are key potential facilitators of their child’s evolving self-management but
their perceptions of their child’s readiness, and competencies can impact, both posi-
tively and negatively on their child’s progress to become managers of their own
health [25, 26]. The needs of parents of young people with chronic conditions during
adolescence and transition to adult-centred services are well described in the litera-
ture [25] though how best to address these has yet to be decided [27]. Supporting
parents of young adults can sometimes be more challenging in an adult setting where
there is more of a patient-centred rather than family-centred approach. In a study of
15-22 year olds with chronic conditions, some of whom would be in adult care,
Peeters et al. [26] reported that parents were less convinced than their children
regarding their autonomy than the young people themselves and tended to interfere
in their daily lives often to the annoyance of their children. Healthcare professionals
therefore may need to advocate for the young person whilst not alienating the par-
ents. A core component of transitional care is educating parents about normal adoles-
cent development and the need to promote skill development for their child’s gradual
evolving sense of autonomy. The role of parents is further discussed in Chap. 6.
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5.2.5 Navigating Triadic Consultations

During adolescence, consultations are often triadic—involving the young person,
their caregiver and the healthcare professionals. In spite of young people clearly
wanting to be involved as partners in such consultations, their actual participation
during consultations was low and neither requested nor encouraged with parents
often filling the gap [28]. The different agendas—i.e. those of the young person,
parent/caregiver, health professional—in the clinic room with respect to self-
management therefore need to be acknowledged and negotiated by healthcare pro-
fessionals as there can be discrepancies [12, 29, 30]. For example, the failure to
engage in good self-care can be perceived by healthcare professionals as a skill defi-
cit whereas the young person may perceive it is an active choice particularly when
they have limited choice in the context of their chronic condition. A greater under-
standing of the young person’s perspective can therefore lead to better informed
interventions e.g. in the aforementioned scenario, self-care interventions would be
better targeted at motivation rather than skills.

In a study of young people with a liver transplant, rejection was predicted by
discrepancies between the respective perceptions of the young person and their par-
ent/caregiver regarding self-management in addition to greater perceived self-
management by the young person [29]. In another study of young people with
diabetes, their parents/caregivers and their physicians, although all groups agreed
that all self-care behaviours are important, there were key areas of discrepancy in
perceptions, particularly between families and physicians [30]. Professionals need
to acknowledge that their perception is influenced by their whole clinical practice of
many individual patients and families whereas the young person and their family
usually only have their own experience. Acknowledging and understanding these
differing perceptions is important in order to improve the self-management and life
skills of that individual young person.

In a study exploring self-management from the perspectives of youth, parents/
caregivers and healthcare providers, Nguyen et al. [24] reported that a key theme
was the perception of healthcare providers as enablers of and collaborators in
self-management development [24]. Examples of how professionals can be
enablers and collaborators within these triadic consultations are detailed in
Table 5.1.

5.2.6 Differences Between Perceived and Actual
Self-Management Skills

What is perceived as good self-management does not always translate into objective
measures of good self-management. Fredericks et al. [31] reported that older ado-
lescents (16-20 years) with liver transplants who reported greater perceived self-
management had a greater risk for medication non-adherence [31]. Young adults
with liver transplants reported health care self-management more often than adoles-
cents, yet less than 50% of them demonstrated their skills i.e. did not manage their
health care independently, did not make their own appointments and/or did not
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Table 5.1 Examples of how healthcare professionals can facilitate and enable self-management
training in clinic consultations

With young person | To facilitate communication between parent/caregiver and child

To listen to the perspective of the young person

To convey belief in young person

To raise awareness of the developing strengths of the young person

To raise awareness of the role the young person can play in their own
health and well-being

To motivate and assist the young person in taking on responsibility for
their own health

To actively promote the young person’s strengths

With parents/ To facilitate communication between parent/caregiver and child

caregivers To listen to all perspectives

To acknowledge discrepancies between these perspectives

To convey belief and demonstrate competency of young person in the
presence of the parent/caregiver

To model respect towards young people in the presence of the parent/
caregiver

To identify and address parental needs

To be an extra-parental adult and not a surrogate parent!

understand insurance issues [32]. Caution is required therefore when interpreting
self-report-based measures.

This is further compounded by the fact that many self-management practices
largely take place away from the clinic. The World Health Organisation’s
International Classification of Functioning distinguishes two features of the activi-
ties and participation components: namely, capacity and performance [33]. Capacity
is the individual’s ability to complete a task or action in a standardised environment
like a clinic whereas performance is how well the individual is able to perform the
task in their own environment [33]. Both capacity and performance need to be con-
sidered during discussions regarding self-management training. When capacity is
greater than performance, potential barriers to self-management in the environment
and personal contexts (such as motivation, self-efficacy, family influences) need to
be considered.

5.2.7 Barriers and Facilitators to Self-Management

Healthcare professionals need to be cognizant of the barriers and facilitators to self-
management [13]. Table 5.2 is a useful checklist for professionals of areas to cover
in the assessment of self-management at routine clinic visits to identify such facili-
tators and barriers [13].

A key component of self-management training is communication between the
young person and the various healthcare professionals involved in their care [13].
Health professional’s communication skills and training in such skills have been
reported to be associated with improved adherence [53]. A recent review
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Table 5.2 Considerations when assessing self-management knowledge and skills

Knowledge of condition and therapy [15, 34-37]

Lifestyle influences e.g. daily routines, leisure activities, triggers, reminder cues [15, 34-43]
Beliefs and attitudes to health, condition and treatment [15, 34, 36-39, 41, 43]

Relationships with others (peers, teachers, healthcare professionals) [14, 15, 34-37, 40-42, 44,
45]

Intrapersonal characteristics e.g. motivation, feeling in control, potential for embarrassment
[14, 34, 35, 39, 44-48]

Communication skills with respect to chronic condition including disclosure to friends, other
professionals, future employers [15, 34, 37, 38, 49]

Opportunity for the young person to be seen independently of their parent/caregiver for at least
part of each clinic visit [9]. When the caregivers return, the young person summarises the
discussion and plan

Goal setting for self-care activities at home using information gathered with transition
readiness tools [50, 51, 52]

considered how healthcare professionals can enhance their communication with
young people to improve health outcomes [54]. Three themes were identified,
namely: the challenges of addressing sensitive aspects the individual’s life; trust
and emotional safety as a prerequisite for effective communication; and the
importance of young people being enabled to have a sense of inclusion and
autonomy.

Croom et al. reported that adolescent-centred communication as perceived by the
young person was positively associated with greater perceptions of control and
competence of both adolescent and their parents/caregivers which in turn was asso-
ciated with improved adherence and disease control [55]. The use of open-ended
questions and emphasising the autonomy of the young person were reported to have
most often led to change talk in a study considering which communication behav-
iours used by healthcare professionals predicted motivational statements in young
people with obesity [56].

Bearing these in mind, potential solutions that healthcare professionals can use
to enhance interpersonal communication with young people and thereby improve
self-management knowledge and skills as well as other health outcomes have been
summarised by Kim and White [54]. These solutions included the use of routine
pathways and consultation tools to structure discussions; building trust and rapport
first with explanations of why certain questions are being asked and having sign-
posting and pathways to use, if issues are identified; and use of open-ended ques-
tions and shared decision-making. Kim and White [54] also highlighted that
healthcare professionals need skills to assess competency, to promote autonomy
appropriately, and to involve both the young person and their parent/caregiver
appropriately—all vital skills to deliver self-management skills training.

There are many generic skills, integral to self-management, for which training
can be readily incorporated and easily supported in routine clinical care. Such skills
will also be invaluable for their future vocational lives as well—a useful rationale
for such training to offer the young person and their parent/caregiver. Examples of
these are detailed in Table 5.3.
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Table 5.3 Generic skills of
young people which health
professionals can promote in
consultations

Communication
Negotiation
Goal setting
Problem solving

Decision-making

Organisational skills (for example, planning)
Information seeking

Healthcare utilisation

Disclosure

Table 5.4 Considerations Tracking of self-management skill acquisition of

for facilitators of self- individual young people
management skills training

for young people at the
multidisciplinary team level

Mechanisms of transition planning as a team

Consideration of team climate particularly at times
of change

Shared policies and guideline-driven care to ensure
consistency of approach

Continuity of professionals for individual young
people when possible

5.2.8 Healthcare Professionals: The Team

Successful engagement of young people in transitional care requires a team-based
approach [57]. A challenge for such multidisciplinary teams is communicating
progress updates of individual young people within the team and thus coordinating
self-management skills training and transitional care. Team-level issues for multi-
disciplinary teams providing transitional care for young people to consider are listed
in Table 5.4.

Documentation of the tracking of the trajectories of such skill acquisition is
important so that individual team members can build on what has already been
achieved. There are various tools available to assist professionals to do this (see
Chap. 8). One example of these are the Ready Steady Go communication tools [50]
which adopted the individual plans developed with young people with arthritis in an
earlier UK national transition study [51]. Following completion of a UK national
transition research in rheumatology [51], an occupational therapist in one of the
participating centres recognised the need to optimise the documentation of indi-
vidual young people’s progress within the wider multidisciplinary team and devel-
oped a team document to support the coordination of transitional care by the various
members of the team [52]. This document has subsequently also been adopted by
the Ready Steady Go programme [50]. It is sobering to note that in spite of the pub-
lication of the rheumatology research—it took nearly 10 years for wider adoption in
the UK [50] and even yet, only 36.4% of European rheumatology centres use such
tools and less than 10% use a specific readiness tool [58]. Similar results are reported
in North America with 59% of 16-23 year olds with a range of chronic conditions
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in one study reporting no discussion of transition and 49% not yet seeing healthcare
professionals independently for at least part of the visit [59].

There is a useful concept called the “team climate” which has been defined as a
“team’s shared perceptions of organisational policies, practices and procedures”
[60]. Team climate and changes in team climate have been reported to predict the
quality of transitional care delivery of which self-management is an integral compo-
nent [61]. Consistency of approach is inherent to the team climate and shared poli-
cies addressing all areas of clinical practice are an important component of team
working so that young people and their families do not receive “mixed messages”.
Such guidelines were highlighted as another key indicator of youth friendly health
care as perceived by young people themselves [1]. Effective team working with
young people with chronic conditions during adolescence however can be challeng-
ing particularly with respect to continuity and consistency of approach. Ideally, con-
tinuity of care by at least a couple of professionals should be aspired to, in order to
enable trust to be established with individual young people. On average, it takes
three to five visits before young people trust a health professional [62]. When con-
tinuity of staff is challenging, informational continuity with shared records and
careful documentation increases in importance [63].

5.2.9 Healthcare Professionals in the Adult Care Setting

Due to the organisation of most health systems in developed countries, young peo-
ple (1024 year olds) are seen in both paediatric and adult care settings. As afore-
mentioned, trajectories of transition skill acquisition such as self-management are
recognised to exist over this lengthy developmental life stage [64, 65], with these
trajectories being modified in the context of developmental disabilities and/or cog-
nitive impairment. Stollon et al. [64] highlighted that although 50% of transition
skills were acquired in early adolescence, the remaining 50% skills were acquired
after 18 years of age and these skills included those relating to self-management,
vocation, insurance, finding new healthcare professionals and reproductive health
[64]. Similarly in a study of young people with Crohn’s disease, by age 16—18 only
15% asked questions of the provider (males less likely) and by age 19-21 only 45%
ordered medication refills (males less likely), 50% picked up medication from phar-
macy, 35% scheduled appointments and only 30% contacted providers between vis-
its if problems arose [65].

When gastroenterologists in adult healthcare were asked what the key aspects of
transitional care from their perspective were, patient understanding of the disease
itself and its therapy were high on the list [66, 67], as well as skills such as initiating
contact if a problem arises in between appointments [66]. An interesting compara-
tive study was conducted of adults with inflammatory bowel disease aged
25-55 years. In the latter study, 44% adults involved a family member/friend/spouse
in picking up medications, 37% could not recall drug doses, 35% could not recall
drug frequency and 73% on a biologic did not cite infection as a side effect [68].
This can perhaps be considered as evidence to support the concept of adolescence
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and young adulthood being a potential window of opportunity to influence such
behaviours.

After the lengthy preparation phase of transition, comes the handover of care or
transfer to adult service, which in turn is followed by the often forgotten third phase
of transition which exists in adult care. The age at transfer to adult care is largely
determined by chronological age rather than transition readiness [59], but coincides
often with the move from shared to self-management as well as other social transi-
tions such as educational and vocational transitions. A systematic review reported
moderate evidence for models of transition which transfer young people in late
adolescence or early adulthood to improve transition outcomes and patient satisfac-
tion [69]. In acknowledgement of this third phase of transition, The Ready Steady
Go Programme advocates the use of the “Hello to Adult services” list [50]. Several
authors have advocated enhanced follow-up following transfer to ensure engage-
ment of the young person in the third phase of transition [70]. In a study of young
people with cystic fibrosis, Duguépéroux et al. [71] advised avoiding a long gap
between last paediatric and first adult clinic appointment and to have at least 2-3
appointments with adult team in first year post transfer (irrespective of health status)
to establish a therapeutic relationship [71]. In a more recent review of 1623
18-27 year olds with a range of chronic conditions in a single institution, clinics
with higher proportions of successfully transferred patients had lower median num-
bers of days between last paediatric and first adult visit and higher transitional care
quality scores [72]. When considering aspects of self-management related to health
service utilisation, consideration of the youth friendliness and developmental appro-
priateness of the service provision is important. It may be the service which is influ-
encing the performance even when the young person has the capacity (see above).

5.3  Perspectives for the Organisation

Healthcare professionals and multidisciplinary healthcare teams work within organ-
isations. Likewise, young people rarely experience care in a single clinic setting and
will often access other areas and services within and between organisations. It is
therefore important to consider how self-management skills development and pro-
motion is addressed at the organisation or system level. Modi and colleagues
acknowledge this in the socio-ecological Paediatric Self-management Model which
includes components representing the young person, their family, community and
the health system [73] (see Chap. 3).

5.3.1 Developmentally Appropriate Healthcare

Adjustment of care as the young person develops in addition to the empowerment
of the young person by embedding health education and health promotion have
been identified as two of the five themes encompassed by the term developmentally
appropriate healthcare (DAH) for young people [74]. However, in a qualitative mul-
tisite ethnographic study involving three hospitals in England and 192
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professionals, there was a wide range of working definitions of DAH [52]. If the
professionals involved in the care of young people cannot agree on what develop-
mentally appropriate means, the question arises as to whether true DAH is actually
being delivered in practice [75]. Interdisciplinary and intra-agency working was
identified as one of the other dimensions of DAH, highlighting again the importance
of considering such care beyond the one-to-one consultation. A toolkit resulting
from this research is now available with specific guidance at clinic, team as well as
at organisational levels [76].

5.3.2 Young Person Accessible and Responsive Services

One aspect of self-management is keeping appointments with healthcare profes-
sionals. Finding out the reason why young people do not attend is important as the
reason is not always what professionals perceive as the reason. In a study of young
people with cancer the common reason given was work and school conflicts [77].
Accessibility is a key system-based indicator of developmentally appropriate youth
friendly care [1], e.g. having clinics only in the morning can be very limiting for
young people in education with afternoon, twilight or evening clinics being prefer-
able. In a study of young people with diabetes who did not attend clinics, it was a
fear of being judged for “poor control” i.e. the high HbAlc that lead to their non-
attendance and not vice versa [78]. Following on from this, how to chase up these
“non-attenders” depends on whose contact details are kept on the hospital system.
In paediatric hospitals it is often the parental details which are kept and therefore
when a young person lives away from home, contacting them directly and learning
why they did not attend can prove challenging. Likewise, if appointment letters are
only sent to the parent/caregiver of the individual young person and not to the young
person themselves, the young person may not feel acknowledged and therefore less
motivated to remain engaged. Youth friendly services need to consider such practi-
cal aspects of the health administrative system during adolescence when responsi-
bility for health and disease management begins to shift away from the parent/
caregiver and towards the young person.

5.3.3 AdequateTime

One potential barrier to the delivery of self-management skills training in routine
clinical care is lack of time particularly as the medical complexity of conditions and
their therapies increase. Health systems need to acknowledge that clinic appoint-
ments with young people will take longer particularly if the young person comes
with the parent [79]. In such cases, time needs to be allocated so that the young
person can have some private time with the health professional as well as being seen
with their parent/caregiver and any parental needs addressed. Frequency of appoint-
ments are also an important organisational consideration in the post transfer phase
of transition once the young person is in the adult care settings as discussed above
[48-50]. Nguyen et al. [24] highlighted the need for system level intervention such
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as adequate funding, institutional support and accreditation incentives to allow for
designated time for healthcare providers to foster self-management skills in young
people with chronic conditions and their parents/caregivers.

5.3.4 Learning to Navigate the Health System

As mentioned above, young people exist within the health system and not just within
a single service and transitional and self-management knowledge and skills include
those related to the ability to navigate such systems successfully. However, such
health system knowledge is an underrepresented topic on some transition tools [58].
Involvement of the primary care physician is a core component of all transitional care
guidance to date [79-81] although most of the research to date has focussed on spe-
cialty care providers. However, Han and colleagues reported that 34% of adolescents
with chronic conditions had not seen their family physician in the previous 6 months
and reported that some had a poor understanding of the family physician’s role in
coordinating care [82]. Knowing the “who” (e.g. family physician, emergency depart-
ment), the why and the when of seeking help and advice is an important self-manage-
ment skill and healthcare professionals should ensure such knowledge is included in
self-management training programmes. It is important to remember the potential of
all healthcare professionals in such information. For example, the potential role of the
retail pharmacist is often underestimated and yet an invaluable and often more acces-
sible member of the “team” for young people with chronic conditions [83].

Understanding how young people prefer to use health services is important as
this is not always the same as adult counterparts. Often, we assume in this modern
world that technology will always be the answer of adolescent focussed interven-
tions and/or service provision. However, in a study of 13-21 year olds with chronic
conditions, Applebaum and colleagues reported that, although young people pre-
ferred text messages to make appointments, they also admitted that they rarely
checked voice mail nor email inboxes [84]. With respect to patient held records they
disclosed that they were unlikely to take time for data entry unless fun and custom-
isable. They were less interested in using social media to access information and
communication with providers due to privacy concerns. The majority did not use
computers or smart phones to store health-related info and rather relied on their
parents/caregivers for this task [84]. It is therefore incumbent upon us as healthcare
professionals to inquire and explore rather than assume knowledge of the world an
individual young person lives in, if we are to support them effectively in becoming
good self-managers of both their health as well as their chronic condition.

5.3.5 Workforce Competency
Finally, another key aspect of self-management at a system or organisation level is

ensuring the workforce who supports self-management is competent to do so. The
health care provider is a potential target for intervention to improve
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Table 5.5 Considerations for facilitators of self-management skills training for young people at
the health system levels

Developmentally appropriate healthcare

Young person accessible and responsive services

Adequate time e.g. clinic appointment duration, enhanced follow-up following transfer to adult
care

Workforce competency

self-management amongst young people with chronic conditions. It is concerning
that unmet training needs in adolescent health continue to be reported in both pae-
diatric [85] and adult settings [86]. Attention to effective communication skills,
psychosocial screening, developmental assessment, motivational interviewing
skills and what constitutes developmentally appropriate healthcare for young peo-
ple and youth friendly health services are core to such training. Considerations of
self-management support at the team and health system levels are summarised in
Table 5.5.

5.4  Perspectives for the Wider Community

To date, much of the research around self-management and transitional care has
been focused on healthcare settings. However, young people live in a world beyond
their immediate family and health care setting. A systematic review of the barriers
and facilitators to self-management of asthma reported by adolescents concluded
that “consideration of the wider social influences that impinge on self-management”
was needed ([13], p. 430). The recent neuroscience advances with respect to social
brain development, indicate that decision-making in adolescence may be particu-
larly modulated by peers is of particular interest [87]; the role of peers is further
discussed in Chap. 7.

Young people also need to self-manage their conditions in the world of educa-
tion, training and/or work, whether it be disclosing their condition to employers or
managing medication. Insensitive and/or unsupportive teachers as well as some
school policies were identified as potential barriers to self-management in schools
by young people with asthma [13]. Disclosure in the workplace is a major issue for
young people with chronic conditions [88] and skills training not only in terms of
both when and how to disclose but also the why and their rights under disability
and equality legislation are important components of any self-management
training.

In one of the few studies addressing the socio-ecological aspects of transition
and self-management, Javalkar et al. [89] reported that the predictors of transition
readiness/self-management included: local prevalence of females, median house-
hold income, and local prevalence of native speakers [89]. Attention to a social
ecological model of self-management is therefore important [73] and routinely ask-
ing about home, peers, education/training/work and community environments in the
assessment of shared and self-management practices during adolescence is
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important. Tools such as HEEADSSS [19] and THRXEADS [20] are useful to
enable healthcare professionals to do this as part of routine psychosocial screening.

5.5 Key Recommendations for Practice

It has been known for many years that young people and their families need support
as individual young people move from shared to self-management during adoles-
cence and young adulthood [89]. However, suboptimal clinical practices continue to
be reported [58, 59, 90] highlighting the need for further work as to understanding
the barriers and facilitators in enabling young people to self-manage their health,
their chronic condition as well as learn to navigate the health systems providing
their care. Key recommendations are listed below:

1. Core components of training curricula of all healthcare professionals involved in
the care of young people with chronic conditions in both paediatric and adult
care settings are detailed in Table 5.6.

2. Self-management knowledge and skills training should be actively promoted at
every encounter with a young person whilst acknowledging knowledge and skill
acquisition will develop over time as the young person grows up. Tracking of
these trajectories with appropriate documentation is vital to ensure appropriate
involvement of individual team members and that progress is monitored. Clinic
appointments need to acknowledge the time requirements for such training in
addition to the other aspects of the appointment e.g. history taking, physical
examination, treatment review, counselling, management planning, etc.

3. Self-management knowledge and skills training requires a team-based approach.
However, multidisciplinary teams looking after such young people should ensure
consistency of approach with written policies for how self-management training

Table 5.6 Core topics relevant to self-management support for training curricula of all Healthcare
professionals involved in the care of young people

Knowledge | Adolescent and young adult biopsychosocial and cognitive development
including the recent neuroscience advances and their implications on adolescent
and young adult behaviour and decision-making [87, 91]

Developmentally appropriate healthcare for young people [76]

Youth friendly health service provision [1]
Local resources and services for signposting
Disclosure

Skills Routine psychosocial assessment

Routine developmental assessment

Young person-centred communication skills
Addressing health and illness beliefs
Shared decision-making skills

Motivational interviewing skills [92, 93]
Health coaching skills
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is delivered and enabled within the service, and tracking of these trajectories
develops.

4. Self-management knowledge and skills training should be culturally competent
and acknowledge the influences of cultural, religious, and ethnic backgrounds.

5. If language is a potential barrier, access to professional interpreters is impor-
tant, both for delivery of information as well as assessment of knowledge
and skills.

6. Healthcare professionals need to be aware of the interdependence of social and
educational transitions on self-management and the rest of health transitions.
Such stages can both represent a risk factor as well as the ideal timing for tar-
geted intervention.

7. Active support of self-management for young people with chronic conditions
needs to be considered at multiple levels: namely the one-to-one interaction with
individual young people, interaction with their parent/caregivers, at a multidisci-
plinary team level and at a health system level.

5.6 Conclusion

This chapter has highlighted the important role healthcare professionals, health sys-
tems and the wider community have in enabling, supporting and nurturing self-
management practice development during adolescence and young adulthood. This
particular life stage is a developmental window of opportunity to do this and health-
care professionals involved with such young people need to be trained in order to
do this.
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Transition to Adulthood: Shifting Roles
Between Young People with Chronic
Conditions and Their Parents

Karen L. Shaw, Gemma Heath, and Albert Farre

6.1 Introduction

Transitional care is that which is provided by parents and health professionals
throughout adolescence and emerging adulthood. It is characterised as a time of
change whereby young people move towards assuming responsibility for their
chronic condition, in line with their development and in preparation for the transi-
tion to adulthood and adult healthcare services.

For many years, parents were either absent from the transitional care literature or
conceptualised as a barrier to young people’s independence; a view that still per-
vades contemporary narratives. More recently, there has been a discernible shift that
repositions parents as key enablers in transition and protective factors in young
people’s health and wellbeing. This positive stance is increasingly reflected in poli-
cies for transitional care, which now define parents as legitimate stakeholders, key
informants and service users. These recognise that parents have an influential role
in young people’s health and development. However, they also acknowledge that
parents are widely critical of care provision during transition. Improving parental
support is, therefore, an explicit priority for service improvement. Unfortunately,
while policy makers are keen to drive-up standards in care, they provide scant detail
about what effective parenting in transition looks like, or how to support families in
transferring caring responsibilities for optimal benefit.

In response, this chapter brings together the latest evidence about parenting in
the context of transition. In doing so, we make an important distinction—that

K. L. Shaw (<)
Institute of Applied Health Research, University of Birmingham, Birmingham, UK
e-mail: k.l.shaw @bham.ac.uk

G. Heath
Department of Psychology, University of Wolverhampton, Wolverhampton, UK

A. Farre
School of Health Sciences, University of Dundee, Dundee, UK

© Springer Nature Switzerland AG 2021 107
J. N. T. Sattoe et al. (eds.), Self-Management of Young People with Chronic
Conditions, https://doi.org/10.1007/978-3-030-64293-8_6

6


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-64293-8_6&domain=pdf
https://doi.org/10.1007/978-3-030-64293-8_6#DOI
mailto:k.l.shaw@bham.ac.uk

108 K.L.Shaw et al.

parents are involved in two interrelated transitions: (1) the transfer of healthcare
responsibility from parents to young people — health transition and (2) the reloca-
tion of young people’s healthcare services from paediatric to adult providers —
transitional care [1].

The first part, Parenting in Transition, explores what it means to be a parent of a
young person with a chronic condition during health transition. This explains why
transition cannot be understood as a young person-only phenomenon. We then draw
upon existing literature to demonstrate how parents and young people can, and do,
work together to shape the emotional environments necessary for positive realign-
ment of roles and responsibilities. This highlights the potential of parents to play
beneficial and protective roles in young people’s transition, rather than problematiz-
ing parenting, which has historically been the case. However, we also reveal the
unmet support needs of parents that place them and their children at risk of poor
outcomes. Drawing upon psychological theory, we discuss why a ‘whole family
approach’ is now warranted.

The second part, Parenting and Transitional Care, examines parental roles in
relation to service provision and the adequacy of current arrangements to offer
meaningful support. We discuss the different ways in which parenting has been
conceptualised in relation to adolescent health (generally) and transitional care
(specifically). In doing so, we explore a strengths-based approach that views parents
as assets in transitional care; arguing that improving parental capabilities will ben-
efit young people’s health, wellbeing and transition readiness. We highlight a num-
ber of ways to foster positive relationships with parents in transitional care settings
and challenge the prevailing view that young people are expected to manage their
condition independently.

The final part, Key Recommendations for Practice presents a range of evidence-
based strategies to accommodate family support appropriately throughout paediat-
ric and adult healthcare, including priorities for research and development.

At this point, it is important to note that the term ‘parent/s’ is used in this chapter
as an umbrella term to include all primary caregivers responsible for parenting dur-
ing transition, which includes (but is not limited to) biological parents, other guard-
ians such as step-parents and foster parents, and other adult family members such
as grandparents and older siblings.

6.2  Parenting in Transition

It is expected that children will incrementally increase responsibility for managing
their chronic condition as they move through adolescence and into adulthood. This
usually involves a shift from parental to shared responsibility, followed by a shift to
young people themselves, where capacity allows [2—4]. For parents, this represents a
change in their role from ‘care provider’ to that of ‘care consultant’ [5], while embed-
ding this new role within an adult-adult relationship [6]. This realignment of roles and
responsibilities is central to the Shared Management Model (introduced in Chap. 3)
which is enacted within clinical contexts, but evolves as part of everyday family life.
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Studies examining the changing roles of parents during transition [1, 6-12] con-
ceptualise the problem as: adaptation to a marginalised role, appropriate allocation
of treatment responsibilities and managing anxieties related to their child’s illness
trajectory [13—15]. It is unsurprising, therefore, that effective change from parental
management to self-management is tricky. It requires fine balancing [8, 10, 13, 15]
and sharing care is both a source of support and conflict for young people and their
parents [2, 4, 9, 13, 16-18]. Getting the balance right is important; having too little
responsibility for self-care or being ‘forced’ to take on responsibility prematurely
can impact on young people’s health and use of healthcare, including non-
compliance, missed appointments and delays in transfer [19]. Thus, there is much
need to understand how parents and young people can be supported to manage the
shift in responsibilities, starting with a better understanding of the roles that parents
play in young people’s transition readiness. This section therefore draws together
research that describes the supporting roles that parents perform in their children’s
transition and the impact this can have on their own health, wellbeing and personal
development. It also demonstrates how parents understand their changing roles and
responsibilities, explaining why they enact them as they do. Importantly, this
includes evidence from parents themselves (e.g. [4]).

6.2.1 Experiences and Impact of Parenting in Transition

Typically, parents hold a number of roles and responsibilities in transition; not least
functioning as scaffolds, supporting young people to develop the skills they need to
become independent and effective health service users. Where there are complex
health conditions and additional care needs, these roles have been shown to be
intensified and extended to include the roles of nurse, student, teacher, detective,
guard, advocate [20]. Parenting roles in transition have also been shown to extend
beyond what would be considered usual in adolescence. A recent study by Shaw
et al. [15] that included mothers and fathers of adolescents with a range of chronic
conditions (asthma, epilepsy and osteogenesis perfecta), showed that parents expe-
rience their roles as time-consuming, stressful and unrelenting; but necessary to
protect children from harm in the face of multiple risks and uncertainties. This is
heightened further where young people have profound and multiple learning diffi-
culties and have a continuing dependency on parents to meet and advocate for them
across ecological levels [21-23]. For some parents, transition is also a time where
their children may be experiencing deteriorating health due to physical changes
[22]. Parents are therefore required to engage in both ‘ordinary’ parenting that is not
directly linked to their child’s condition and ‘extraordinary’ parenting which is spe-
cific to their child’s healthcare needs [24].

It is important to remember that these parenting demands also exist within a
wider context. Parents may have other caring responsibilities (e.g. siblings, partners
or ageing parents) and need to maintain relationships with partners, work commit-
ments and engagement in other valued activities. Parents may also have preexisting
issues to contend with (e.g. their own health conditions) or be facing major
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life-events (e.g. divorce, bereavement) that can impact on parenting. It is not sur-
prising, therefore, that some parents describe transition as a ‘stressful” and ‘difficult
process’ [4, 15]. Indeed, a number of systematic reviews and meta-analyses have
found that parents of children with chronic conditions (including adolescents) report
significantly more parenting stress, anxiety, depression and physical health issues
than parents of healthy children [25, 26]. Parents also describe how such ‘extended’
parenting can impact on important aspects of personal development as mid-life
adults, making it more challenging to pursue goals relevant to this stage of life (e.g.
vocational and financial security, increased opportunities to develop new interests or
socialise) [15].

Despite this, the available evidence also suggests that parents value their par-
enting roles and see them as essential in transition for the immediate and longer-
term benefit of their children [4, 15]. A systematic review and thematic synthesis
of parenting in transition shows that parents understand the importance of
independence-building, as well as young people’s acquisition of self-care skills,
including disease-management and self-advocacy [4]. It also reveals how parents
consciously begin the process of transferring responsibility for managing their
condition outside of the clinic context; as part of wider decisions about a young
person’s developmental readiness and in response to other events in a young per-
son’s life (e.g. school residential trips) or family circumstances (e.g. being home
alone while parents are working). The timing of this is often based on parental
beliefs about a young person’s competence and motivation to undertake self-man-
agement tasks as well as the stability of the child’s condition [4]. Thus, the trans-
fer of responsibility usually occurs incrementally through a ‘process of mediated
condition management’ (p. 82) where parents employ multiple strategies to pro-
mote young people’s health and development, for example: information-giving,
modelling self-care behaviours, prompting, monitoring condition management,
allowing young people to experience (non-severe) consequences of their
actions [4].

Findings and recommendations from this review certainly support the idea that
parents can be key facilitators of their child’s transition to adulthood and indepen-
dent self-management [4, 27], and suggest that parents should be conceived of as
assets or resources who can promote the child’s adaptation to self-care through a
process of family management [28, 29]. This approach is consistent with Social
Development Theory [30] which suggests that learning occurs during the interac-
tion between individuals and more knowledgeable others (e.g. parents or health
professionals), and that a greater range of skills are developed with adult guidance
than would be attained alone. Thus, outcomes for young people are likely to be bet-
ter when parents are able and willing to support their child’s acquisition of skills;
moving towards a state of inter-dependence as a bridge to young person
independence.

Research is clear on the protective and enabling nature of parental involvement
in terms of disease control and reinforces the value of a parent—adolescent partner-
ship in the management of chronic conditions [1, 31-33]. For example, there is
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now a substantial body of evidence that indicates that compassionate parental
involvement can support better glycaemic control in adolescents with diabetes.
However, getting the balance right is critical, as research also reveals that parents
can experience increased levels of stress and depression that are related to the bur-
den of diabetes management and this negative impact on parents can subsequently
place young people at risk of poor outcomes [34-38]. For example, a longitudinal
study of parents and young people aged 815 years (n = 174) with diabetes found
almost a third of parents reported low wellbeing which was associated with unsup-
portive diabetes parenting behaviour, parental distress and behavioural problems in
young people, which in turn was linked to reduced glycaemic control [35]. The
authors therefore concluded that interventions to help young people manage their
condition may also need support for parents.

Thus, it appears that parental involvement in transition can protect young peo-
ple’s health, but may require support to ensure positive outcomes. Research is less
clear about how parental involvement fits with increased young person autonomy
and other goals in transitional care (e.g. lone consulting). Indeed, there are tensions
between the adolescent health literature which emphasises the benefits of indepen-
dent self-management, and evidence that continued parental involvement contrib-
utes to better health outcomes. This tension is mirrored by parents themselves who,
on a daily basis, struggle to strike the right balance between protecting young peo-
ple’s health and facilitating their independence [11, 13, 15]. While parents have
described wanting to move towards more indirect forms of parenting as their chil-
dren mature (e.g. through monitoring, teaching self-care skills, guidance and advo-
cacy), they find it difficult to shift from a ‘hands on’ approach when risks to health
are felt to be high or uncertain [15]. This is consistent with some theories about
parenting in adolescence, which suggest that parents are driven to protect children’s
‘physical, psychological, spiritual, ethnic and cultural integrity’, but protecting
health and survival precedes most other goals ([39], p. 456). From this stance, many
parents who at first, appear to be ‘over-involved’ in young people’s care, may be
better viewed as following natural parenting imperatives to protect their children
from real and anticipated dangers [15].

Health transitions are therefore just one of many overlapping transitions that
parents are attempting to navigate and support in adolescence and emerging
adulthood. This point has been made by Farre and McDonagh [3] who discuss
the ‘interrelated nature of health transitions’ in detail; explaining how young
people undergo multiple transitions (biological, psychological, social, health,
educational) which occur alongside, and in connection with one another—with
different implications at different developmental stages. However, the way in
which parents approach and enact their changing roles has important implica-
tions for young people. Indeed, parents’ beliefs, expectations and behaviours are
known to influence young people’s behaviours and subsequent health outcomes
[40, 41], and also health professionals’ thoughts and behaviours [42].
Understanding how parents can shape young people’s outcomes is therefore
relevant.
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6.2.2 Parenting Capabilities in Transition

New ways of conceptualising parents’ roles in transition suggest that a strengths-
based approach to parenting is appropriate and needed [43]. This assumes that par-
ents and young people are capable of working together in transition, if they are
enabled and supported to do so. The intention is not to ignore or minimise problems,
or to set aside young people’s safety as the main priority. The focus is, however, on
helping parents to use their personal knowledge, skills and potential capabilities to
inform positive strategies for transition. Indeed, the literature provides ample evi-
dence that many parents have considerable expertise in their child’s condition, are
motivated to support their children in transition and have valuable insight into their
lives [4]. That said, it is important to recognise that individual capacities can vary
considerably, which may cause parenting roles to be expressed in many different
ways. As such, parents will differ in their abilities to promote young people’s health,
wellbeing and transition readiness. Although this has received only limited attention
in relation to transitional care [44], evidence from other literatures suggest a number
of factors that influence parents’ abilities to support young people, including: (a) the
personal and psychological functioning of the parent, (b) the characteristics of the
young person and (c) the contextual sources of stress and support [39, 45]. Core
concepts outlined by these literatures are summarised here, although their implica-
tions for practice are revisited later in the chapter.

1. Personal and psychological functioning of the parent: In terms of personal and
psychological attributes, connection (or warmth) is considered to be an impor-
tant determinant of positive adolescent development, including in families where
children/adolescents have a chronic condition [44]. This refers to the emotional
closeness of the relationship between parents and their children and constitutes a
range of behaviours that parents use to express that young people are loved and
accepted. Thus, while an important goal of adolescent development is to form
relationships outside of the family, maintaining ongoing connections with par-
ents remains important. Parental behavioural control (or regulation, limit-
setting) is also important. This involves parents using a range of reasonable
techniques to encourage or limit young people’s behaviours, in ways that are
developmentally appropriate and responsive to their abilities. It includes knowl-
edge and understanding of young people’s behaviour, ongoing supervision and
monitoring of their activities, communicating clear expectations for behaviour,
setting rules and imposing appropriate consequences if these are broken.
However, it is also important that parents respect individuality; promoting their
children’s positive self-worth and identity. This involves an appropriate balance
of power (where young people can express their opinions, contribute to family
decisions, assert their individuality) and the avoidance of psychological control
(excessive criticism, invalidating feelings, constraining self-expression, or con-
trol through guilt or withdrawal of affection). Parents can also promote better
outcomes through modelling appropriate behaviours; adopting behaviours and
attitudes that are supportive of health and wellbeing, and helping young people
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interpret wider social and cultural norms. Although the views of peers begin to
have increasing weight, parents still remain an important source of influence for
young people. Thus, parents can convey important values through their words
and actions. They can also teach young people skills that will support self-
management, and increase more generic aspects of their physical safety and psy-
chological wellbeing.

2. The characteristics of the young person can also affect parenting, including gen-
der and age, personality and condition. While some of these may remain stable
over time, others may change and require new types of parental response. For
example, children may develop new symptoms with age or lose abilities as
health deteriorates. Recent neurological evidence also reveals that the brain
changes more during adolescence than any other time (apart from infancy).
These changes also go on for longer than previously thought, with brain ‘matu-
rity’ not reached until the mid-to-late twenties [46]. However, because changes
do not always process smoothly, it is likely that behaviour will be influenced by
whichever region is exerting the most power. Thus, there may be times where
young people are more vulnerable to the effects of new environmental stresses,
are less able to think about the consequences of their actions and have height-
ened sensitivity to other people’s reactions [46—48]. Parenting may be easier
when parents have insight into these changes and are able to adapt their approach
to ensure a good fit between the young person’s characteristics and their own.

3. Contextual sources of stress and support are important aspects of parenting in
the context of transitional care, but often overlooked. Whatever their circum-
stances, parents cannot provide all of the support and opportunities that young
people require to successfully transition into adulthood. While parents can cer-
tainly support their children to access other enabling resources that exist out-
side of the family (e.g. education, healthcare, formal and informal social
networks), other factors can affect their ability to do so. Parenting may be more
difficult when there are other caring commitments, physical or mental health
issues, lack of financial resources, poor housing, and personal histories that
affect caring abilities. It may be difficult for parents to engage in tasks to model
and effectively teach self-management strategies when, for example, they are
preoccupied with providing basic protections, such as a safe place to live or
adequate food.

Many aspects of parenting are therefore amenable to change, for the benefit of
parents and young people. This may be particularly important, given evidence that
parents who have children and young people with chronic physical conditions may
find it harder to adopt positive parenting styles, when compared with parents of
healthy children [49]. Helping these parents to recognise and build on their existing
strengths within these domains, and foster new parenting skills, will undoubtedly
support their ability to promote better outcomes for young people. The Family
Management Style Framework [50] offers one such approach. This framework was
developed to enhance understanding of how families incorporate the work of man-
aging a child’s chronic condition within family life and has provided the conceptual
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underpinnings for studies of family life in the context of childhood chronic condi-
tions. The framework outlines four major components that can influence family
management style and outcomes for individual and family functioning—and which
align with the above domains of parenting capacity: (1) contextual influences (social
networks, care providers, resources), (2) definition of the situation (child identity,
view of the condition, management mindset, parental mutuality), (3) management
behaviours (parenting philosophy, management approach) and (4) perceived conse-
quences (family focus, future expectations). Of course, family management changes
over the course of a child’s life as they mature and develop the skills, cognitive abil-
ity and social confidence to manage their own health care activities [28]. However,
it is clear that incorporating a flexible approach that supports positive realignment
of roles and responsibilities is more consistent with how adults successfully manage
their conditions, with support from friends and family. As Morris et al. [51] and oth-
ers [52, 53] suggest, many of the practices of chronic condition management in
adulthood involve the support and/or negotiation of multiple supportive actors and
relationships (family focused, friend focused or health care professional focused).
This challenges the prevailing notion of ‘self’-management as an individual con-
struct and instead highlights the importance of relationships which represent the
context in which condition management practices, such as appointment attendance,
medication and lifestyle management, are integrated into everyday life.

6.3  Parenting and Transitional Care

6.3.1 Changing Conceptualisations of Parenting
in Transitional Care

The World Health Organisation (WHO), in their global overview of adolescent
health, states that policies and programmes should ‘focus beyond the individual’ to
improve young people’s outcomes [48]. This includes parents and caregivers, who
are considered to be major determinants of young people’s health, development and
wellbeing [48]. Indeed, parents are described as an important protective factor for
adolescent health and wellbeing, and as such, the WHO calls for greater understand-
ing and support for positive parenting.

This view has also been expressed in relation to healthcare transition, with several
authors emphasising the value of socio-ecological models [54] as a conceptual basis
for improved service provision [3, 4, 23, 55-57]. These approaches emphasise how
young people with chronic or life-threatening conditions live within the context of
their families, peers, social networks, service providers, social values, national poli-
cies, laws and resources that interact to influence their health and health-related
behaviours. Young people’s choices, goals and actions in transition are therefore
shaped by a range of actors, relationships and exposures in their immediate and
wider environments—not just their own individual characteristics. Healthcare transi-
tion can therefore be characterised as a multifaceted process that (at the very least)
requires the engagement of patients, families and healthcare providers [55].
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Evidence for the appropriateness of this model comes from Schwartz et al. [55,
56] who used stakeholder input to develop and validate the Social-ecological Model
of Adolescent and Young Adult Readiness to Transition (SMART). The model con-
tends that transition involves numerous stakeholders (adolescents and young adults,
parents, providers), psychological factors that are amenable to change (e.g. self-
efficacy) and less modifiable factors (e.g. age, gender, medical status). Further evi-
dence comes from a systematic review that synthesised qualitative findings using an
ecological model to understand transition from school to adult services for young
people with severe or profound intellectual disability [23].

However, this systemic view has not always been evident in the transitional care
literature, where the role of parents has been somewhat marginalised. Until
recently, parental inclusion in transition-related research and service development
has generally focused on parents’ views of the quality of young people’s care or
providing proxy ratings for young people’s outcomes, rather than exploration of
parenting roles and needs [4]. Instead, evidence for transition has focused on the
perspectives of young patients [58—60], transitional care models [61-63], health-
care practices [21, 64—68] and barriers to transition [19]. Where parents have been
considered, their roles in transition care have often been positioned as problematic.
This is evident in several systematic reviews of studies across a range of conditions
that have identified ‘helicopter’, ‘over-involved’ and ‘excessive’ parenting as a
threat to successful transition [19, 69]. Gray et al. [19] suggest that such parenting
styles limit young people’s opportunities to develop self-management skills and
recommend education and guidance for parents. One could argue that such recom-
mendations imply that parents are at fault and their parenting styles require correc-
tion. The reality, however, is far more complex. Parents cannot be conceived of as
merely observing their child’s transition, or as an impediment to it. Rather they are
an integral component. They affect the process, and are reciprocally affected by it
[55, 56].

This shift in the way parents are constructed in their child’s transition is begin-
ning to gain traction. Clinical guidance in the UK, for example, recognises the posi-
tive role of parents in managing childhood onset chronic conditions at many levels
throughout transition and calls for improved parental support as a key component of
transitional care [70]. However, there remains scant advice about what positive par-
enting looks like and how it can be facilitated in practice. The following sections
therefore examine how parents experience current models of transitional care, high-
lighting areas of inadequacy, and discuss how the conceptualisations of parenting
described here offer a useful starting point for service improvement.

6.3.2 Parents Experiences of Transitional Care

While parents are responsible for adapting their role to support their children,
healthcare providers are responsible for providing transitional care that addresses
the needs of both parents and young people. This is an explicit expectation of policy
makers [70, 71] who assert that the active and appropriate involvement of parents in
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transitional care will lead to better outcomes. This premise has been supported by
existing research for some time [6, 72, 73]. More recently, Suris et al. [74] showed
that parental satisfaction with their involvement in transitional care was associated
with easier transition from the young person’s point of view. ‘Appropriate parent
involvement” was also found to be a feature of transitional care associated with bet-
ter outcomes in a UK-based longitudinal observational study of 374 young people
and their parents/carers across three conditions [75]. Unfortunately, less than half of
these participants experienced their transitional care as satisfactory, echoing earlier
studies of parental (dis)satisfaction [76]. Others have also found shortfalls between
policy and practice with respect to parental involvement and support. A UK report
by the Care Quality Commission found that health professionals showed little con-
cern or support for parents in their roles as carers and concluded that there was ‘a
culture of overreliance on partner agencies to recognise and assess the demands on
family members as carers’ ([22], p. 11).

Therefore, despite acknowledgement of the need for parent-targeted transition
support, this is one aspect of transitional care that remains poorly addressed.
Even when available, the provision for parents is often withdrawn at the time
they need it most [7]. Parents have described stark contrasts between paediatric
and adult care cultures; portraying the journey as one that moves them from care
that is tailored to the child’s ‘unique and complex’ needs [77] within a ‘warm,
familiar, cosy and trusted’ environment [78] to a service environment where par-
ents experience ‘loss’ of support, resources and trusted relationships [79]. As
such, the process of transition and the transfer between services have been
regarded by parents as a form of ‘abandonment and rejection’ by paediatric pro-
fessionals [22, 80], with parents subsequently ‘left to get on with it’ by adult
providers [22].

What is evident, is that parents display extensive knowledge about their chil-
dren’s conditions and play a crucial role in shoring-up current deficiencies in transi-
tional care. A systematic literature review [4] and quality assessment [22] both
reveal how parents often act as transition coordinators for their children’s care and
services; assuming responsibility for communicating between providers; organising
orientation visits, clinic appointments at new places of care and transfer of clinical
notes. This is even more pronounced in parents whose children have profound and
multiple learning difficulties or complex health care needs [22, 23, 81]. Reasons for
adopting this role have included: having no lead professional responsible for transi-
tion, insufficient service resources and capacity, and fragmented provision. Thus,
while parents value the expertise and dedication of their healthcare teams, they per-
ceive transitional care to be complex, confusing and lacking continuity in personnel
[4, 15, 22]. They also highlight a lack of joined-up care working within and across
sectors, including health, social care and education [4, 15, 22]. To compensate, par-
ents employ a wide range of ‘proactive’ strategies, including the compilation of
hand-held records to document young people’s medical histories and service use,
and evidence of symptoms and side effects (e.g. video recordings) [15]. Nevertheless,
a plethora of parental concerns remain about the current state of transitional care [4,
19, 22] including:
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— Lack of information about transition arrangements and the services available to
young people and their families

— Loss of long-standing relationships professionals in paediatric care, who provide
important support systems for them and their children

— Timing of transfer, which parents prefer to be at times of (relative) stability or
wellness

— Developmental readiness of young people, given expectations of reduced paren-
tal involvement

— Reduced quality of care in adult services (e.g. beliefs that professionals lack
knowledge about conditions with childhood/adolescent onset, reduced time allo-
cated for clinic appointment, loss of specialist services)

— Changes and differences in funding/insurance arrangements and eligibility crite-
ria for medical and social care, services (e.g. respite), specialist equipment and
supplies

— Concerns about changes regarding consent and mental capacity

— Lack of parental facilities/involvement (e.g. ability to stay with young person
during inpatient admissions)

It is no wonder, therefore, that parents perceive care providers as having insuffi-
cient understanding of the impact of transition upon them [22]. It is also unsurpris-
ing that they call for rapid improvement including: better collaboration between
paediatric and adult sectors; joint visits; starting the process of transition earlier;
increased information provision, transition preparation and access to emotional sup-
port [4]. These findings and improvement strategies are echoed in many studies [24,
74-76, 82—-88] and appear relevant across conditions and countries [4]. The consis-
tency of these findings over the years amply supports the idea that parents are not
just integral to the provision of good transitional care, but need transitional care
themselves.

6.3.3 Parent-Friendly Transitional Care

Although criteria exist to assess youth friendly care [89-92], there are no compa-
rable frameworks to judge the extent to which transitional care is responsive to
parental needs. There are however, a number of important concepts that the litera-
ture suggests are important.

Models of care provision that recognise parents as determinants of young peo-
ple’s health and wellbeing The models of care in which transitional care services
are embedded matter. Existing services may be set up in ways that do not always
lend themselves to developmentally appropriate care and appropriate parent involve-
ment. Although ‘appropriate parent involvement’ has been associated with improved
outcomes of transitional care [75], arguably, this is not a feature specific to transi-
tional care, but rather a defining feature of developmentally appropriate healthcare
for all young people [93]. Therefore, a model of care rooted in good, routine devel-
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opmentally appropriate healthcare for all young people should, by definition, incor-
porate appropriate parent involvement for those requiring transitional care. Concepts
that underpin developmentally appropriate care and implications for transitional
care practice are discussed further in Chaps. 3 and 8 and by Farre and McDonagh [3].

Valuing parents as assets Healthcare practitioners need to work in partnership
with parents in order to help them to facilitate their child’s transition and to maintain
their own psychological wellbeing during a stage of parenting that is characterised
by ambiguity, uncertainty and risk. Importantly, parents need to be acknowledged
for all the good work they do and the expertise they bring. They possess unique
insights into their child and their condition, in contexts that extend beyond the con-
sultation room. Thus, while transitional care should be centred on young people and
promote their own agency, it is also important to view parents as having expertise
that can support the individualised nature and practical implementation of transi-
tional care. Working together as a group, where everyone’s good intentions are vali-
dated, offers opportunities for less adversarial and more constructive approaches in
transition. Indeed, integration of young people’s perspectives with those of their
parents and professionals is a central tenet of family-centred care [94]. Unfortunately,
while young people, parents and professionals generally value collaborative prac-
tices, in reality, misalignment of expectations and motivations can make this hard to
achieve [94]. Indeed, sharing care is often experienced as tensions between parents
and young people (e.g. [17]) and parents and professionals [15]. Parents in the same
households/families may also have divergent views about the best ways forward
[13]. Transitional care that values parents as assets, therefore requires collaborative
and compassionate working practices that include: listening to parents, respecting
their expertise, acknowledging the stresses and challenges of parenting in transition,
supporting unmet needs and integrating parental roles in ways that support young
people appropriately [4, 94].

Developmentally appropriate transition plans—for young people and parents The
importance of providing a holistic and planned approach to transitional care is well
established [95, 96] and assessing the readiness for transfer is a key defining feature
of transitional care. In this context, there has been some interest and debate around
the use of checklists and measurement tools to assist with this process [97, 98].
However, despite the well documented multi-stakeholder nature of transitional care
and multifaceted nature of judging readiness, most tools focus solely on the young
person’s perception of their own readiness. Only a few tools acknowledge the role
and impact of parents on health transition by encompassing parent-reported assess-
ments of their children’s readiness or assessments of their own parental readiness.
These include some generic tools [97, 99-101] as well as some condition-specific
tools [102—-104]. These can be excellent conversation starters to assess the under-
standing and needs of parents in relation to young people’s transitional care and
prompt appropriate support responses. However, they do not in themselves promote
a partnership approach and can become tick-box exercises that inadvertently rein-
force the message that parents are a barrier to transitional care. They can also have a
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narrow focus (i.e. parent understanding and skills in relation to the transition process
and self-management), rather than encompassing factors that impact on their experi-
ence of transition or parenting capacity. However, when used as part of a well-
designed programme, in combination with other initiatives, they can help young
people, parents and professionals assess their needs, develop shared expectations,
review progress and plan ahead for a range of foreseeable scenarios. Ideally, these
should outline and support appropriate parent involvement in relation to all three
stages of transition, including the initial preparation phase spanning adolescence, the
shorter phase around transfer and the third phase when young people engage with the
new adult services [105]. They should be used within a family-centred approach
[106] that facilitates dialogue and understanding about what matters to young people
and their parents, including their preferences for involvement in transitional care and
ambitions for the future. Thus, the focus is not on having a ‘one size fits all” model,
but on gaining information within a flexible collaborative relationship, to guide the
plan (remembering that the checklists are not the plan!).

Supporting parents in relation to young people’s rights Young people have impor-
tant patient rights in transitional care, including the rights to be seen alone, confi-
dentiality and consent to treatments (where capacity allows). These are a cornerstone
of transitional care and key to enabling adolescent autonomy. However, stakehold-
ers’ attitudes around this remain controversial and ambivalent, even among parents
[87]. Parents have described confusion about changes regarding consent and mental
capacity during adolescence, which are not always explained or understood [22].
Adjusting to being excluded from consultations is also a difficult process for par-
ents, particularly when they perceive their child is not coping well [14]. In addition,
there is an implicit tension arising from two bodies of evidence that must be care-
fully balanced in practice; namely the importance and benefits of young people
being seen alone [8, 12] versus the protective nature of parental involvement in
terms of disease control [1, 31]. Healthcare providers may be able to resolve some
of these issues by introducing families to the concept of inter-dependence (rather
than solely focusing on individual independence) and supporting them to practice a
partnership approach which incrementally engages the young person in develop-
mentally appropriate self-care and advocacy. In terms of lone consultations, one
could argue that most adult patients are afforded the right to attend consultations
with family members or other trusted individuals. Young people should certainly
have opportunities to be seen alone and given support to instigate this safely and
without negative repercussions (given the power imbalances that usually exists in
relation to young people and their parents). However, the focus should not be on
insisting that young person are seen alone, unless there are very good reasons for
this. Instead, health professionals need to ensure that both young people and parents
understand their rights as patients and carers, and that young people have opportuni-
ties to develop and practice self-advocacy skills, make informed decisions about
who is involved in their care (including consultations) and have support to access to
specialist services (e.g. patient advocacy services, family mediating services).
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Further research on how to effectively balance these two sets of recommendations
is still needed [31], with greater consideration of these ethical aspects of transitional
care [107]. In the meantime, there is the potential for better addressing the journey
towards young people’s independence without undermining parental involvement
by starting preparation for transition early on in adolescence [78]. Alongside this,
current best practice guidelines also emphasise the need to regularly discuss with
young people how they would like their parents to be involved throughout their
transition [70].

Support to manage risk, uncertainty and vulnerability An important component
of effective transitional care is supporting families to cope with risk and uncertainty.
Indeed, parents who face higher levels of illness-related uncertainty are likely to
perceive their child as vulnerable [108] and engage in and more activities to protect
their children from harm [15, 109, 110]). It was shown earlier in this chapter that
parents often want to foster increased independence in their children, but struggle to
transfer responsibilities when they perceive that the risks to health are high or uncer-
tain. While this can have a protective function for their health, there are also impor-
tant reasons why families should be supported to manage risk and uncertainty.
These additional care-giving demands can negatively impact on parents’ wellbeing,
which further reduces their capacity to promote young people’s development and
wellbeing [34-38, 109, 110]. Research also suggests that parents’ strategies to man-
age uncertainty can be counterproductive by exacerbating uncertainty, diminishing
hope or increasing distress [15, 111]. For example, constant monitoring of young
people’s health can highlight symptoms and signs that parents are unsure how to
respond to, causing additional anxiety and straining relationships as young people
become frustrated with parental surveillance [15]. Health professionals therefore
need to provide regular opportunities for parents and young people to discuss issues
around risk, uncertainty and vulnerability, and work collaboratively to prioritise
their concerns and make developmentally appropriately plans to manage anticipated
scenarios. Existing frameworks (e.g. [112]) may help them to understand the differ-
ent types of uncertainty that might be relevant to families. This may involve address-
ing uncertainties related to the young person’s condition, generic adolescent health
and wellbeing issues, role of parents in transition, and the organisation of services
[15]. A positive youth development approach [113] (Chap. 2) may be particularly
beneficial by demonstrating that young people have the potential to manage risk and
explaining how parents and other people (including care providers) can support
them to achieve this. A promising resource in relation to this is The Skills for
Growing Up (SGU) communication tool (Chap. 8), which aims to promote auton-
omy and empowerment for young people in hospital or rehabilitation care [114—
116]. This is age appropriate, covers a broad range of aspects of daily life and is
underpinned by a shared management approach where young people and their par-
ents work together to identify and set goals [114-116]. Importantly, the SGU is
considered relevant to conditions where managing risk is a core concern for parents,
including epilepsy [115]. The focus is not on avoiding all risks, but developing the
knowledge, skills and confidence that allow young people to recognise and prepare
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for risk, including insight about when to act for themselves and when to seek help.
This is likely to require (1) the identification of different risks, (2) awareness of how
these affect young people, parents and others around them, (3) understanding the
benefits of addressing risks, including the reduction of harm, personal growth,
increased opportunities and reduced parental stress, (4) support to develop self-
management skills and (5) the provision of ‘safe’ opportunities to experience man-
ageable levels of risk and responsibility in ways that are demonstrable to parents.
Healthcare providers could encourage problem solving in clinics, offer skills work-
shops, signpost wider opportunities (e.g. those offered by charities/youth organisa-
tions), and encourage families to create opportunities at home for their children to
learn and practice skills. This will be an essential part of a young person’s transi-
tional readiness, which is an important predictor of successful transition to adult
healthcare [33, 117].

Support for parenting capacity Despite acknowledgement that transition impacts
on parental health, wellbeing and development, and evidence that positive parenting
can promote better outcomes for young people, transitional care services rarely
include processes to assess or address parental support needs [22]. Even when par-
ents’ needs are assessed, it can feel like a ‘tick-box exercise’ [22], particularly when
focused narrowly (e.g. on disease education) rather than a more holistic assessment
of their wider emotional and practical needs. However, it is also evident that many
professionals have no training in assessing the needs of parents and lack the
resources to address any needs identified [22]. Unfortunately, intervention studies
specific to parenting and transition remain limited. Most research has focused on
interventions to improve parental management of treatments [44]. There are, how-
ever, some limited systematic and scoping reviews that have examined psychologi-
cal interventions for parents of children and adolescents with chronic illness [118]
and medical complexity [119]. These have examined the effect of a range of thera-
pies (e.g. cognitive-behavioural therapy, family therapy, motivational interviewing
and problem-solving therapy) on parents’ physical and mental health, parenting
skills and behaviour. The findings are not easy to apply, as the results pertaining to
parents of adolescents cannot be separated from that of younger patients. In general,
the findings suggest that some parents can experience modest benefits from inter-
ventions, but the heterogeneity of the data and other design limitations (such as
explicit criteria about the goodness of fit between parents’ needs and interventions)
makes it difficult to draw firm conclusions. However, Bradshaw et al. [119] con-
clude that the results confirm that parents have ‘significant and diverse support
needs, and are likely to benefit from a number of interventions targeting specific
issues and outcomes across their child’s condition trajectory’. Less attention has
been placed on parenting styles and behaviours. Johnson et al. [120] have high-
lighted the need for effective family therapy interventions, especially those address-
ing parenting in healthcare settings.

Parents themselves have often called for more opportunities for parent-to-parent
support during transition; the potential of which has been suggested for some time
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across different types of support and conditions [15, 121-127]. Networking support
typically includes peer support groups, parent-led transition groups, befriending,
internet support groups, and lay-led or specialist workshops. Recent studies show
that such initiatives can be an important source of hope, motivation and connection
to resources for parents during transition, particularly as they offer opportunities for
shared experience; a critical element of support that health care providers often lack
[85]. Reported benefits include new knowledge, becoming more future-oriented,
being more active in their transition preparations, decreased feelings of isolation,
opportunities to discuss nonclinical issues [123, 128—130]. It also appears that sup-
porting others can be as beneficial as receiving support, enabling parent mentors or
befrienders to recognise how much they have developed since their child’s diagno-
sis [131, 132]. However, the benefits are less substantiated in a review of quantita-
tive research studies [126]. Thus, while interventions in this area have shown
promise, further research is needed to find effective ways to help parents and young
people shift their roles and responsibilities [1] and cope with the impact of transition.

6.4 Key Recommendations for Practice

This chapter provides strong evidence that young people’s outcomes are likely to
improve if transitional care also includes a focus on parent outcomes. This includes
their physical and mental health, and parenting capacity. The evidence also points to
the relevance of a strength (or empowerment) based approach which ‘explores, in a
collaborative way the entire individual’s abilities and their circumstances rather
than making the deficit the focus of the intervention’ ([43], p. 24). As such, transi-
tional care should be based on a holistic picture of young peoples’ lives and work
with others who are likely to shape their outcomes, including parents and other key
people/organisations in their networks such as siblings, teachers and social workers.
This approach aligns closely with the theoretical frameworks highlighted previ-
ously in the chapter as relevant to transition, including the ecological, developmen-
tal, positive youth development, positive parenting and family management models.
Existing evidence and theory thus supports the notion that transitional care needs to
look beyond the individual patient to optimise their outcomes.

In line with this approach, transitional care providers will need to identify both
the strengths and difficulties within the family by undertaking holistic assessments.
This should explore the young person’s development, the parents’ capacity to meet
their child’s needs, and the impact of wider contextual factors. Although these
approaches are more established in social work and mental health provision, they
are explicitly relevant to families [133] and are beginning to gain traction in health
care. For example, the UK Department for Health and Social Care [43] has devel-
oped a framework and handbook to support practitioners understand strengths-
based interventions and implement them in practice, including case studies that
focus on families and transition to adulthood. The handbook also includes helpful
practitioner reflections that explain the rationale, application and benefits of using a
strengths-based approach. In terms of parent involvement, this approach goes
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beyond the assessment and support of skills related to the transfer of self-manage-
ment skills, but extends more widely to support general parenting capacity. In real-
ity, no single agency is likely to provide all the help that will be required (e.g.
addressing barriers related to poverty). However, health professionals, in partner-
ship with families and other agencies, can support parents to develop the skills and
resources to begin to address these issues and judge what services and interventions
may be relevant.

Providers of health and social care also need to adopt a life-course approach to
adolescent health [47]. Not only does this suggest that interventions in adolescence
will support better outcomes in adulthood, but also acknowledges that positive or
harmful parenting begins long before adolescence [48]. While discussion of this is
beyond the scope of this chapter, it is important to recognise that early support for
parents will benefit families in transition. Therefore, in addition to improved col-
laborative working between adolescent and adult care providers, it will also be
important to collaborate with early year providers to ensure that parents, whose
children are diagnosed with a chronic condition in childhood, have access to parent-
ing support as early as possible. Early year providers can also inform transition
planning by communicating important information about specific family needs as
part of any their handover to adolescent services. This may not remove all chal-
lenges associated with adolescence and transition. However, parenting support
received pre-transition and awareness of their ongoing needs may support better
outcomes; by equipping parents with the skills to anticipate their children’s needs
and respond appropriately.

Ensuring dedicated time and effort to supporting parenting capacity will be par-
ticularly important. We have already identified some key targets that are amenable
to change and offer some practical strategies in Table 6.1. This is not to ignore the
limitations of insufficient healthcare funding that can constrain new or extended
work. However, there is much that can be done to support parents within existing
resources, referral routes and community level networks. Much of this is about cul-
tural changes that require people to think and behave differently. It will require new
conversations with young people and their parents such as: What does a good life
look like for you and your family? What do you enjoy doing? What level of inde-
pendence would you/your child like to have? What can you manage now? What
would you like to manage soon? In your opinion, what might work better? What
support do you need? How can we help?—followed by meaningful action (e.g.
[43]). Practical guidance to explore individual’s needs, aspirations and capacities
have been developed (e.g. [43]) and include examples of strength-based questioning
that may be of value to health professionals involved in transitional care.

Realising these ambitions is likely to require new research, interventions and
initiatives. It will be important to embed these within coproduction models of
involvement [138] to ensure that parents, young people and professionals are equal
partners in decision-making. Indeed, it is evident that parents have been largely
marginalised in the development of transitional care and rarely involved in develop-
ing interventions designed to meet their needs, which may account for the slow
progress in finding effective approaches [119]. Yet, there is considerable evidence
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that young people and their parents are able and willing to comment on their care
and services, given the opportunity (e.g. [4, 22]). One mechanism to improve ser-
vice provision may be through ‘learning collaboratives’ where professionals and
families work together for set periods of time to learn about, coproduce and try new
processes. Guidelines to support such approaches in health care are available and
are easily transferable to transitional care [139]. Targets for further research and
service development, based on this Chapter, are likely to include how to: assess
parental capacity and support needs; target interventions to parents/young people at

Table 6.1 Practical suggestions to improve parenting capacity

Personal needs of parents

* Address the developmental changes of mid-life adults and explore how these changes impact
on their parenting abilities and relationship with their child. Help them to identify personal
goals in transition (e.g. increased independence in young people not only benefit their children
but may also mean more time for them to persue valued activities, such as hobbies, or improve
opportunities for employment). Where possible, link these opportunities to wider benefits for
them, their children and families. Help them to access relevant support (e.g. career guidance).

* Distinguish between parents who normally cope well, but are overwhelmed with specific
problems, and those who have more complex or deep-seated needs (e.g. mental health
problems or learning disabilities) and may need referral to specialists or multi-agency input
(e.g. counselling, community drug and alcohol services).

Parenting capacity

» Connection: Provide parents with advice and practical strategies to improve communication
with their children that focus on warmth and respect for individuality, including understanding
adolescent communication styles, managing arguments and conflict. Provide opportunities for
young people and parents to work together on goal setting and help them to celebrate as they
move towards their goals.

* Support for behaviour control: Help parents to promote positive adolescent behaviour
using strategies that recognise their increasing needs for autonomy and privacy. Help them to:
establish rules that are specific to young people’s condition and related to wider aspects of
adolescent health and wellbeing; communicate expectations, limits and reasonable
consequences; and strategies to effectively monitor behaviours. Provide specific information
that explains how their child’s condition and development may reciprocally affect one another.
Also provide information about normal adolescent development (e.g. teen brain, sexual
health), including stressors associated with this period and symptoms of important adolescent
problems (e.g. self-harm, anxiety, depression, eating disorders, bullying, substance abuse).
Show parents how to teach important protective skills (e.g. self-care, dealing with peer
pressure). Support parents to respond appropriately to their children’s emotions and behaviour
(e.g. anger, anxiety) and their own feelings in response to these (including where to seek help
for them and their children). Facilitate the development of parental networks to help parents
learn about and establish positive social/cultural norms.

* Respect for individuality: Help parents and young people to gain/maintain mutual respect
by acknowledging each other’s knowledge, abilities and good intentions, but also their
concerns, fears and vulnerabilities. Help parents understand their rights and responsibility to
advocate for their children, and children’s own rights as patients/young people. Teach parents
the skills and knowledge necessary for advocacy, helping them to model these. Help parents to
shift from being the main source of information to helping their children find these resources
on their own.
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Table 6.1 (continued)

* Modelling appropriate behaviours: Encourage parents to adopt attitudes and behaviours
that support health and wellbeing (e.g. non-smoking, clinic attendance), noting that that young
people are also able to spot inconsistencies between what parents say and do! Support them to
be a confident and direct source of information (adolescent health and condition specific).
Expose parents and young people to other positive role models. Provide opportunities for
parents to learn and practice guidance competencies. Strategies to prepare young people for
assuming healthcare autonomy might include: parents encouraging, supporting and allowing
their child to experience self-care [134]; modelling self-care behaviours, monitoring condition
management and prompting treatment administration; actively teaching their children
self-management skills, including condition and treatment management, self-advocacy and
“self-surveillance” of symptoms [135]; ensuring awareness/access to their own medical history
and practicing asking questions for consultations; active provision of practical support with
key tasks such as filling prescriptions, making appointments or commuting with clinics [136].
Support young people to plan for/achieve goals beyond their health (e.g. introduction to career
counsellors, volunteering).

Contextual sources of stress and support

Assess and address material and financial resources that can impact on parenting capacity (e.g.
by actively facilitating access to advice and state/community level programmes that will help
parents find the resources they need to adequately support their children). Facilitate care close
to home where possible and schedule clinics/programmes/interventions at convenient times,
considering access to transportation and costs. Explore and address the impact of family
structure and dynamics (e.g. challenges associated with being a single-parent, caring for
siblings/aging parents, shared care between parents in two households). Provide parents with
opportunities to meet, talk with, and develop meaningful relationships with other parents of
adolescents e.g. parent support groups, community parenting programmes, befriending
schemes, parenting helplines, safe social media forums. Interventions that support young
people are likely to reduce the stress that parents experience e.g. young person support groups,
community youth groups, self-management workshops, befriending groups.

Organisational barriers

Minimise sources of uncertainty for parents by providing consistent care (seeing same
professionals), joining-up services (within and between health, social and education agencies),
continuity at transfer, and transfer at times of health stability. Support families to understand
how services are organised, how to access them and strategies for healthcare use and
help-seeking. Self-assessment and benchmarking tools to support organisations assess their
own practice in transitional care are available (e.g. [70, 137]). However, developing a
competent workforce will be important. Many professionals lack training to assess and support
the needs of parents [22]. Professionals may benefit from training about family dynamics and
how to create safe environments for young people and their parents to discuss and agree
transition goals. This should include communication training to support discussions about
sensitive/challenging issues and to avoid/resolve conflicts. When discussing transition, staff
also need to promote and model positive norms, decision-making and collaborative practices
(e.g. listening, respect, compromise). Wider initiatives to promote public understanding of
chronic conditions in adolescence are also needed.

most risk and promote optimal benefit; improve workforce competency and col-
laboration. Attempts to address these will also benefit from using frameworks that
support robust design, implementation and evaluation (e.g. [140-143]) to ensure
they target parents appropriately, align to outcomes that matter to families and pro-
vide optimal benefits.
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6.5 Conclusion

In this chapter, we have shown that there has been a discernible shift in our under-
standing of transitional care, highlighting it as a process that involves young people
and their parents who reciprocally shape the experience of transition and influence
outcomes. It thus repositions parents as key enablers in transition and protective
factors in young people’s health and wellbeing, rather than barriers to young person
autonomy, as traditionally conceived. We argue that taking a family-focused
approach, that recognises the strengths and potential of young people and their par-
ents, is more conceptually appropriate and more likely to bring about better out-
comes for all involved. In line with this, we have suggested a number of general
principles and practical strategies to help care providers align their practices to
models of transitional care policies that recognise parents as major determinants in
adolescent health. Such approaches are likely to promote the positive involvement
of parents in transitional care and help young people to flourish in transition. It may
also address the dissatisfaction that parents and young people express in relation to
their care, and explain why even structured programmes often fail to deliver their
promised benefits.
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Peer Support for Young People 7
with Chronic Conditions

Susan Kirk and Linda J. Milnes

7.1 Introduction

Children and young people with chronic conditions experience poorer psychosocial
and educational outcomes than their healthy peers and report a range of emotional
problems such as depression, anxiety and social isolation [1-3]. Studies consis-
tently describe the sense of difference young people feel and the strategies they use
to manage this experience [4—8]. Peer support has been proposed as a solution to
reducing feelings of loneliness and difference and to promoting self-management
[9]. In this chapter, we will argue that adolescence is a particularly appropriate time
for peer support given the importance of peers in young peoples’ lives, including
those living with a chronic condition. We will start by analysing definitions of ‘peer’
and peer support; examining the key components of peer support and its different
types. The theoretical underpinnings of peer support will be explored and a typol-
ogy will be proposed that can be used to categorise programmes and interventions.
We will present a logic model that explains the hypothesised relationship between
peer support and improvements in health and wellbeing. Following on from this we
will then examine the research evidence in relation to two key issues: firstly, whether
peer support improves the health and wellbeing of young people with chronic con-
ditions (i.e. effectiveness) and secondly, our understandings of young peoples’
views on peer support (i.e. acceptability). The chapter concludes by considering the
risks of peer support and the criticisms that have been directed at it before highlight-
ing the implications for practice and research that arise from our current
knowledge-base.

S. Kirk (B<)

School of Health Sciences, Faculty of Biology, Medicine and Health, University of
Manchester, Manchester, UK

e-mail: sue.kirk @manchester.ac.uk

L. J. Milnes
School of Healthcare, Faculty of Medicine and Heath, University of Leeds, Leeds, UK

© Springer Nature Switzerland AG 2021 135
J. N. T. Sattoe et al. (eds.), Self-Management of Young People with Chronic
Conditions, https://doi.org/10.1007/978-3-030-64293-8_7


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-64293-8_7&domain=pdf
https://doi.org/10.1007/978-3-030-64293-8_7#DOI
mailto:sue.kirk@manchester.ac.uk

136 S.Kirk and L. J. Milnes

7.2 Background

The number of children and young people living with a chronic condition has
increased significantly in recent decades with estimates that approximately 12% of
young people aged 10—19 years now have a chronic condition [2, 10]. Indeed, recent
research in the United Kingdom (UK) suggests that 23% of young people aged
11-15 define themselves as having a chronic condition or disability [11]. At the
same time there is evidence to suggest that they experience poorer psychosocial and
educational outcomes when compared to their healthy peers [1, 3, 12—-14]. Studies
have reported that young people with chronic conditions may experience a range of
emotional and behavioural problems such as anxiety, depression, anger, social iso-
lation, loneliness and low self-esteem [2, 4, 8, 15]. Studies have also highlighted
that there can be challenges in engaging young people in following treatment man-
agement plans which may lead to short- and long-term health complications [16, 17].

Research exploring young peoples’ experiences of living with different chronic
conditions has revealed consistent themes and illuminates potential contributory
factors in relation to the evidence about negative psychosocial outcomes. The litera-
ture highlights how living with a chronic condition involves managing physical
symptoms such as pain and living a life structured around treatment regimens [4, 6,
8, 18-23]. Young people describe a sense of being controlled by their condition and
its associated management [20, 21]. However, overtime as they become increas-
ingly responsible for self-management and treatment regimens this may provide
them with a sense of mastery and control [5, 6].

Nevertheless, the treatment regimens associated with their health condition along
with physical limitations and possible visible impairments can lead young people to
experience a sense of difference [4, 68, 20, 24-27]. Despite this, it is also apparent
that they strive to perceive and present themselves as ‘normal’ (i.e. non-different to
their healthy peers) [4, 5, 8, 20, 24-26, 28]. Consequently, young people use differ-
ent strategies to achieve a sense of normality and peer acceptance. To minimise the
disruption of therapeutic regimens and to keep their illness in the background of
their lives, young people may stop or adapt treatments in order to present a ‘normal’
social identify [5, 25]. Another strategy is reframing their sense of normality using
downward social comparison in order to perceive themselves as fortunate and adjust
to a sense of difference from their healthy peers [4, 6, 8, 18, 22]. However, the most
commonly cited strategy for managing difference appears to be concealment.
Studies describe how, where possible, young people conceal their condition and
difference from others [25-27, 29, 30]. It has been proposed that peer support may
have the potential to positively influence the psychosocial and health outcomes of
young people with a chronic condition by reducing their feelings of loneliness and
difference and increasing their motivation and knowledge for self-management [9].
Moreover, it has been argued that adolescence is a particularly appropriate develop-
mental stage to introduce peer support due to the increasing importance of peers in
young peoples’ lives [31].

While peer-led education in school settings can be traced back to the nineteenth
century [32], the origins of peer support in a health care context lie in the
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consumer-led self-help movement which developed in response to dissatisfaction
with health care systems [33]. Central to the self-help movement was lay leadership,
where peers with experiential knowledge extended existing social networks and
complemented professional health services [33]. Subsequently health services
themselves began to incorporate peers in delivering services for different popula-
tions. In relation to physical chronic conditions, the most well-known examples are
peer-led structured self-management programmes such as the Chronic Disease Self-
Management Program (United States of America (USA)), Arthritis Self-management
Programme (Australia) and the Expert Patient’s Programme (UK) [34]. While the
first programmes were designed for adults these were subsequently extended to
adolescents (e.g. Staying Positive in the UK) [34].

In terms of research, peer support has been examined in relation to both adults
(including parents) and children and young people and in relation to a wide range of
contexts such as developmental life transitions (e.g. pregnancy); loss (e.g. bereave-
ment); addiction; health promotion, illness prevention and chronic conditions [33].
In relation to children and young people, peer support has been examined in the
context of health promotion [35, 36], mental health [37-39], disability [40-43] and
chronic physical health conditions [44, 45]. This chapter will focus on examining
peer support for young people with chronic physical conditions such as asthma and
diabetes and will not include parent peer support in this context.

7.3 Peer Relationships and Young People
with Chronic Conditions

Developmentally adolescence is a time of transition where the key influencers on a
young person’s life move from being their parents to their peers [46, 47]. Indeed,
peer relationships are believed to be more important during adolescence than at any
other stage of life [48]. Peers are a site of socialisation for young people where they
develop their self-identity, self-efficacy and their sense of belonging and status [48—
51]. This entails responding to the influence (and pressure) of the group in order to
gain and maintain acceptance and approval [48]. Consequently, peers may influence
behaviour and wellbeing both positively and negatively [46, 48, 50, 52]. Increasingly
though we are becoming aware that peers may be an important source of social sup-
port for young people [46, 47, 53].

Research has highlighted the importance of peer acceptance and friendships for
young people with chronic conditions [4, 6, 25, 26, 47, 54]. Indeed, friends can be
an important source of emotional and practical support and may influence self-
management both positively and negatively [44, 46, 47, 52, 55-57]. However, there
is also evidence that young people with chronic conditions can encounter bullying
that is associated with their illness [3, 25, 54, 58]. Disclosure of their condition to
others is a particularly challenging issue for young people to negotiate due to the
uncertainty around peer responses [29, 58, 59]. In addition, school absences and
difficulties participating in social activities may create barriers to developing and
maintaining friendships [3, 6, 19, 23, 25, 54, 60]. Studies suggest that opportunities
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to meet with other young people with the same condition are valued due to the sense
of normalcy created which reduces feelings of isolation and difference as well as
providing an opportunity to share experiences and develop knowledge and ways of
coping [4, 25, 26, 61, 62]. Consequently, it is not surprising that the potential ben-
efits of developing peer support programmes for young people with chronic condi-
tions have been recognised [49, 56].

7.4  Whatls Peer Support?

Before examining the definitions of peer support, its components and categorisa-
tion, it is important to consider how the term ‘peer’ is defined. The Oxford English
Dictionary [63] defines a peer as a

Person who equals another in natural gifts, ability, or achievements; the equal in any
respect of a person or thing. A member of the same age group or social set; a
contemporary

The sharing of common characteristics such as age, gender, health condition as
well as the notion of equality are consistently present in how ‘peer’ is defined in the
peer support literature [41, 48, 64]. Dennis [33] has developed the definition of peer
further to include more specific features relevant to our understanding of how ‘peer’
has been conceptualised in relation to peer support, in particular in relation to the
nature of peer knowledge:

The peer is a created source of support, internal to a community, who shares salient target
population similarities (e.g. age, ethnicity, health concern, or stressor) and possesses spe-
cific knowledge that is concrete, pragmatic, present-oriented, and derived from personal
experience rather than formal training.

Dennis’s [33] definition of peer support within a health care context combines
the particular nature of knowledge possessed by a peer and their shared characteris-
tics along with the types of support that are exchanged:

The provision of emotional, appraisal, and informational assistance by a created social
network member who possesses experiential knowledge of a specific behaviour or stressor
and similar characteristics as the target population, to address a health-related issue of a
potentially or actually stressed focal person.

It is important to note that in the literature the term ‘peer support’ may be used
interchangeably with terms such as ‘peer education’, ‘peer befriending’, ‘peer bud-
dying’ and ‘peer mentoring’ or as an umbrella term encompassing all of these latter
terms [36, 38, 65]. There can however be differences in emphasis. For example, peer
mentoring, which is a common approach of many peer support programmes for
children and young people, characterises the peer mentor as being older than the
young person, as having similar life or illness experiences and as receiving for-
malised training to prepare them for their role [36, 45, 49, 66].
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7.4.1 Peer Support: Components and Categories

Five key components of peer support are evident in the literature. Firstly, as evident
in the definitions of a peer, a key component is the possession of similar character-
istics such as age, ethnicity, life situation or health condition [53, 67]. Secondly, and
related to the first component, the provision of peer support is based on knowledge
gained through direct experience (for example, of living with a chronic condition)
[53, 64, 65, 67]. Thirdly, a set of values underpin and shape the peer relationship:
respect, autonomy, equality, personalisation and empowerment [64, 65, 68-70].
Fourthly, the relationship is one of reciprocity and mutuality where the giving and
receiving of help and the sharing of experiences is seen as benefitting both parties
[65, 68, 69]; in addition, there is a shared responsibility and mutual agreement about
what is helpful [64, 70]. Finally, peer support is goal orientated; it aims to bring
about a desired personal or social change [65, 69]. In relation to living with a chronic
condition this could include improving health and wellbeing, enhancing self-
management or adjusting to life with a chronic condition [16, 71].

Three categories or types of peer support have been identified [9, 16, 33, 67].
Emotional Support which involves providing encouragement, reassurance and
opportunities for reflection while demonstrating caring, empathy and active listen-
ing. This form of support is aimed at bolstering self-esteem and fostering feelings of
acceptance, being cared for, respected, understood and valued. Informational sup-
port which is the provision of knowledge to enable problem-solving, decision-
making and action. It involves providing information, advice and suggestions about
resources and possible actions related to a particular topic or issue that the individ-
ual is facing. The third category of support is appraisal or affirmational support
which involves providing feedback to the individual that affirms the appropriateness
of their feelings, thoughts and behaviours. It involves motivating and encouraging
the person to persevere with their attempts at managing the issues they face despite
setbacks, helping them to tolerate frustration and develop and maintain an optimis-
tic and positive outlook.

7.5 Theoretical Underpinnings of Peer Support

Explanations for the link between peer support and improvements in health and
wellbeing have been informed by different social and psychological theories [33,
69]. These include the Transactional Theory of Stress and Coping [72]; Social
Learning Theory [73]; and Social Support [74]. Figure 7.1 summarises how peer
support has been theorised to influence health outcomes.

It has been proposed that peer support influences health outcomes via different
mechanisms [33, 49, 64]. Firstly, that the peer relationship developed reduces feel-
ings of isolation, loneliness, alienation, low self-esteem and loss of control and
improves social integration. Secondly, that peer support involves the provision of
information which positively influences health behaviours. Thirdly, that peer sup-
port motivates positive self-care, help-seeking and adherence to medical regimens
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Fig. 7.1 The influence of peer support on health outcomes
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and promotes a positive outlook. Therefore, peer support is seen as acting as a buf-
fer; protecting individuals from stress and negative stimuli and influencing their
responses to these stimuli [33, 65]. It is also been theorised that peer support acts as
a mediator influencing health indirectly by influencing emotions, cognitions and
behaviours; for example, through teaching coping strategies [33].

As noted earlier peer support is also underpinned by certain assumptions about
peer-to-peer relationships and interactions and how these promote wellbeing. At the
centre of peer support is a shared experience which makes it distinctive to the sup-
port provided by health care professionals. This shared experience is cited as pro-
viding access to experiential knowledge; knowledge and insights that are based on
direct experience which is unavailable to professionals [49, 71]. Possessing a shared
experience is viewed as being the basis for a greater understanding of the particular
challenges/situation faced by an individual and as a consequence a more authentic
empathy than that provided by others in an individuals’ embedded social networks
[33, 65, 68]. Mutual identification is also presented as being inherent in the peer-to-
peer relationship with the ability to identify with one another which promotes cred-
ibility and trustworthiness [34, 64, 65, 69]. Observing peers and witnessing them
share and disclose personal experiences and manage their daily lives is seen as
reducing feelings of isolation, difference and stigma and promoting feelings of nor-
malcy, belonging and hope [34, 49, 69, 71]. This in turn increases the motivation to
achieve personal goals [69].

7.6  Peer Support Models and Programmes

Peer support is described as being a ‘wellness model’ that focuses on peoples’
strengths and abilities rather than being an illness or deficit model which accentu-
ates symptoms and problems [65, 75]. It has also been categorised as a social sup-
port model due to its emphasis on the support derived from social relationships and
connections [64, 66]. There are three broad models of peer support [33, 65, 67].
Firstly, informal or naturally occurring peer support, for example, support from
friends. Secondly, peer support that arises from participation in consumer or peer-
led programmes. Thirdly, the employment of consumers/service users as providers
of services/support within traditional services. In this chapter, we will focus on the
second broad model.

There is a large variation in peer support programmes in relation to their aims;
their target group; the programme’s content/activities; the duration of the pro-
gramme; the mode or medium of delivery; their location/setting; and the role, train-
ing and support of peer facilitators [9, 16, 38, 71]. Figure 7.2 presents a typology for
peer support programmes based on the literature which can be used to characterise
individual programmes or interventions [9, 16, 33, 38, 57, 67, 68].

In relation to young people living with chronic conditions, some self-management
or self-care programmes include peer support components [76—79]. An example is
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DIMENSTION DESCRIPTION
Peer-to-Peer Relationship Peer on the basis of age, condition or age and condition.
Target Specific health condition or range of health conditions.
Setting Home, school, hospital, clinic, camp, community

organisation

Provider Consumer/charity organisation, community or hospital-
based helath care organisations

Mode of Delivery Individual or group based

Medium of Delivery Telephone-based, Internet-based, Face to face,
combination

Peer Role Educator, advocate, leader, counsellor, mediator,

linking agent, or cultural tanslator.

Training and support of peer facilitators.

Nature of the Programme Aims of programme
Content and activities
Duration of programme

Degree of structure: highly formalised, informal and
individualised.

Degree of peer support: primary programme,
component of a wider programme.

Fig. 7.2 A typology for peer support programmes

a problem-solving and social skills development programme developed for young
people with cystic fibrosis that combined an individualised home-based educational
programme with peer group activities and discussion [80]. As we will discuss later,
programmes focussing on the provision of peer support have been developed for
those with a specific health condition (for example, asthma, diabetes, Juvenile
Idiopathic Arthritis, HIV) as well as generic programmes designed to be appropriate
for young people with various chronic conditions.

Three broad approaches to providing peer support are evident in studies that have
evaluated peer support programmes for young people with chronic conditions: ther-
apeutic camps, face-to-face programmes and online peer support. Although as we
will see, within these three approaches there is substantial variability in the pro-
grammes developed and evaluated.
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7.6.1 Therapeutic Camps

Therapeutic camps for young people with chronic conditions are particularly preva-
lent in North America which has a long-standing history of organised residential
Summer camps for children. While therapeutic camps vary in design, location and
duration, they usually aim to enable young people to participate in recreational and
leisure activities in a safe environment, away from their families but supervised by
health care professionals and sometimes by adults with the same condition who act
as role models. Most camps focus on a single condition and aim to promote inde-
pendence and self-esteem; provide social support and education; and opportunities
to engage in skills building [81, 82]. This may occur through informal peer interac-
tions or through providing formal education sessions [81]. While some studies have
evaluated peer-led self-management programmes that are provided in a camp set-
ting [44, 52], most studies have evaluated the overall camp experience [56, 81, 83—
88]. Although most studies have been conducted in a North American context, there
are examples of camps being evaluated in Ireland [87, 88], The Netherlands [56]
and the UK [86].

7.6.2 Face-to-Face Programmes

Various face-to-face peer support programmes have been developed and evaluated
which differ in relation to the degree of structure imposed on the provision of peer
support. Structured, group-based programmes include: the Triple A Programme
which is a three-step school-based peer-led programme that aims to educate and
empower young people about asthma and its management (including those with an
asthma diagnosis) [89-91]; and ‘Staying Positive’ a generic, peer-led, programme
based on the Stanford Chronic Disease Self-management programme that aims to
improve young people’s confidence in managing their condition and improve their
psychosocial wellbeing [92]. Other structured group-based programmes have been
developed and evaluated for young people with diabetes [93], asthma [17] and heart
disease [94] but are led by professionals rather than peers. Not all face-to-face pro-
grammes are group based; in a one-to-one, peer support programme peer leaders
used planned motivational interviewing to improve young people’s engagement
with HIV services [95]. Another one-to-one programme was unstructured with peer
mentors organising individualised activities to promote self-management and psy-
chosocial wellbeing for young liver transplant recipients alongside communication
via text messaging, e-mail, or social media [96]. Other less structured group-based
peer support programmes are those where the programme’s content is formulated
by the participants themselves [71, 97, 98]. An example of this is the Chronic Illness
Peer Support (ChIPS) which is a long-standing, 8-week programme for young peo-
ple with any chronic condition that includes regular social events [71, 98]. The
programme is jointly led by older peers and health professional facilitators and aims
to improve adjustment to living with a chronic illness, develop participants’
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personal abilities, increase their sense of control over their health and become more
active in their local community.

These face-to-face programmes differ from therapeutic camps which are tradi-
tionally residential and include a wide range of recreational and leisure activities as
a means of achieving their goals. However, as noted above some formalised peer
self-management programmes have been evaluated within a camp context, though
it is unclear whether these programmes were designed to be integrated within this
environment or whether the camps provided a convenient setting to evaluate their
effectiveness.

7.6.3 Online Peer Support

In recent years, there has been recognition of the potential of the Internet to facili-
tate an accessible means of providing peer support for young people with chronic
conditions. One area of progress is in the development and evaluation of online peer
mentorship programmes. An example is the iPeer2Peer Program which is an online
one-to-one peer mentoring program for adolescents with Juvenile Idiopathic
Arthritis [45, 99]. Over an 8-week period young people engage in ten Skype video
calls with peer mentors that aim to provide individualised informational, appraisal,
and emotional support. The peer mentors act as positive role models to help rein-
force self-management alongside social support. Other online programmes may be
more structured, incorporating timetabled group-based peer mentorship sessions on
specific topics [57, 100, 101]. These three examples, developed by the same team,
are directed at young people with asthma and aim to improve social support and
support seeking and to reduce social isolation. In two of the programmes there was
professional oversight or co-facilitation [57, 101]. In addition, these more structured
programmes may include a chat room or discussion board for young people to ‘meet
socially’ between group meetings [57, 100].

Some studies have created online communities to provide peer support and have
explored participants’ experiences of receiving peer support via this medium and
the nature of the support provided and received [102, 103]. Other studies have
observed peer support within existing online communities [104, 105]. In addition,
online peer support may be a component of online self-management programmes
[106]. In this example a smart phone mobile health application (mHealth app)
developed to support the self-management of young people with diabetes included
a chat room for peer interaction and support.

7.7 Does Peer Support Improve Health and Wellbeing?

As discussed earlier in the chapter the underlying assumption of peer support pro-
grammes is that they improve participants’ health and wellbeing. But what is the
evidence for this in relation to young people with chronic conditions? In this section
we will consider this question based on selected literature reviews and primary
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research studies that have investigated the effectiveness of peer support programmes.
As we will see the research findings are inconsistent and the variation in pro-
grammes creates difficulties in making comparisons and synthesising findings from
evaluations [9, 107]. Studies investigating the effectiveness of programmes have
used different designs: experimental (randomised controlled trials (RCT)), quasi-
experimental (e.g. pretest-posttest) and mixed method designs. However, this body
of research has been criticised for the lack of RCTs and an over-reliance on quasi-
experimental studies [9, 82, 107].

While some studies have evaluated peer support programmes directed at young
people with a range of different chronic conditions (e.g. [71, 81]), many have focussed
on programmes developed for a single condition such as asthma or diabetes. Indeed,
peer support interventions for asthma appear to be the most frequently studied. As we
have already seen there is substantial variation in the programmes apart from the con-
dition focus. Some are pre-existing, established programmes (e.g. [56, 81]), but most
are programmes developed by the researchers themselves (e.g. [44, 91]) and it is nota-
ble that only a minority of researchers report involving young people in their design
and development (e.g. [57, 100]). As discussed earlier three different models of peer
support can be discerned: therapeutic camps (e.g. [52, 81]); face-to-face programmes
(e.g. [89, 91]) and online programmes (e.g. [45, 57]). While some programmes are
peer-led, others are professionally led with the peer support element relating to the
opportunity provided for interaction amongst participants (e.g. [17, 93, 94]).
Programmes can also be differentiated on the basis of whether they are group (e.g.
[71, 89]) or individually based (e.g. [95, 96]); structured (e.g. [17, 52, 89]) or individu-
alised to the needs of the individual or group (e.g. [45, 96, 100]). In addition, some
peer support programmes are targeted at particular ethnic groups (e.g. [17, 52]).

7.7.1 Condition-Related Knowledge

Many peer support interventions have an educational element that provides infor-
mational support with the goal of improving self-management. Studies have found
young peoples’ condition-related knowledge increased significantly following par-
ticipation in the peer support programme [52, 89, 90, 94]. However, these differ-
ences may be clinically rather that statistically different [§9] and the control groups’
activities may have similarly increased participants knowledge [52, 90]. Interestingly
studies have also reported significant improvements in peer leader’s knowledge
[108]. Systematic reviews have concluded that peer support may improve condition-
related knowledge [9, 82].

7.7.2 Psychosocial Wellbeing
Peer support interventions have been associated with improvements in psychosocial

wellbeing outcomes such as positive attitudes towards illness [44]; emotional well-
being in males [91]; and decreased loneliness [57]. However, other studies report no
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changes in outcomes such as distress, self-esteem, loneliness and social isolation
[71, 100]. Systematic reviews of therapeutic camps come to different conclusions
about their potential to improve psychosocial wellbeing. One review concluded that
there is evidence to suggest they improve self-esteem, self-perception, coping and
reduce anxiety and distress [82], while another concludes that there is inconsistent
evidence for camps having any psychosocial, cognitive, or social effects [107].

There are also inconsistent findings reported in relation to self-efficacy, with
some studies reporting improvements in this outcome [56, 57, 87, 89] and others
reporting no significant improvements [45, 71]. A systematic review concluded that
there is evidence to suggest that peer support programmes improves self-efficacy
[82]. In relation to other psychosocial wellbeing outcomes, studies report that peer
support may improve: social connectedness [94]; the quality of young peoples’
interactions with their parents [81]; and perceptions of support from family and
friends [57]. However, another study reported no statistically significant differences
in young peoples’ perceptions of social support from family or friends [100].
Systematic reviews conclude that peer support interventions may improve psycho-
social outcomes such as social engagement, social support and social functioning
[9, 82].

7.7.3 Managing Treatment Regimens

In one study participants reported improvements in their perceived ability to man-
age their chronic condition following participation in a peer support programme
[45]. In another study the peer mentors themselves reported clinically significant
improvements in adherence although not in self-management [96]. Conversely
another study found that there were no statistically significant differences in adher-
ence between the intervention and control groups (indeed it declined in both groups)
[17]. These conflicting findings are reflected in the systematic reviews, with some
concluding that peer support programmes may improve adherence and self-
management [9, 82], and others that the benefits for adherence remain unproven [16].

7.7.4 Quality of Life

Studies suggest that peer support interventions may improve young peoples’ health-
related quality of life [44, 81, 87, 89, 91, 94]. These improvements may also extend
to peer leaders, as Rhee et al. [108] report significant improvements in peer leaders’
quality of life. In another study participating as a peer leader had a positive effect on
the independence domain of a health-related quality of life (HRQoL) measure [56].
However, other studies have found no improvements in HRQoL for participants in
peer support programmes [45, 90, 93] or for peer leaders [96]. Systematic reviews
conclude that there is some evidence of improvements in HRQoL in relation to
therapeutic camps for young people with asthma, although these tend to be small
and may be time-limited [16, 34]. A review of generic peer support interventions
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concluded that there is evidence that peer support programmes improve partici-
pants’ health-related quality of life [9].

7.7.5 Health Status

Health status has been measured in different ways according to the particular condi-
tion and improvements in this outcome have been reported by some researchers. In
one study diabetes control improved although only for female participants [93]. In
another study both the control and intervention group reported improvements in
lung function [91]. Some studies have found that peer leader health status may also
improve [96, 108]. However other studies have found no improvements in health
status in relation to lung function [44], pain [45] and asthma attacks [91]. Similarly,
systematic reviews conclude that there is little evidence for improvements in health
status [9, 16, 34, 107].

7.7.6 Health Service Use

The impact of peer support on health service use appears to have been under-
researched. One study reported significant differences between the intervention and
control groups in relation to health service use, with the peer-led group making
fewer acute primary care visits [109]. Taking account of this, and the reduced costs
of providing a peer-led programme, they estimated net cost savings of $51.80 over
3 months. Another study which aimed to improve engagement with services, found
that peer-led support improved the retention of young people with HIV/AIDs [95].

Returning to our question, does peer support improve health and wellbeing for
young people? The ‘safest’ answer currently appears to be that ‘we don’t know’. As
we can see there are conflicting findings and conclusions from both primary research
and systematic reviews which may not be surprising given the diversity of peer sup-
port models evaluated. Furthermore, concerns about the robustness of the quantita-
tive research evidence have been frequently highlighted with various methodological
limitations identified [9, 16, 34, 82, 107, 110, 111]. Indeed, it may be, given the
complexity of peer support, that improvements in health and wellbeing cannot be
conclusively evaluated by experimental designs and ‘gold standard” RCTs. As well
as evaluating effectiveness, researchers have also examined the important issue of
acceptability — what are young peoples’ views of peer support?

7.8  Acceptability: Young Peoples’ Views of Peer Support

In this section we will examine young peoples’ views of peer support based on
selected literature reviews and primary research studies that have investigated this
area. In contrast to the quantitative evidence on the effectiveness of peer support
programmes, we will see that the research findings on acceptability are largely
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consistent despite the variation in approaches to peer support. While studies explor-
ing participants’ perspectives have largely used qualitative research designs; either
as the sole approach (e.g. [83, 84, 97]) or as a component of an experimental or
mixed method study (e.g. [45, 52, 56, 71]); survey methods have also been used to
obtain young peoples’ views (e.g. [86, 88]).

Young peoples’ perspectives have been obtained on therapeutic camps (e.g. [56,
83, 85, 86]), face-to-face programmes/groups (e.g. [71,97]) and online programmes/
groups (e.g. [101, 103, 104]). In common with studies investigating effectiveness,
the body of research about acceptability has examined peer support programmes
that vary in relation to whether they are: focussed on young people with a single
chronic condition or are generic; are peer or professionally led; are researcher
developed or established programmes; or are group or individually based. A small
number of studies have also explored the experiences of peer mentors/leaders about
their involvement in programmes [56, 99, 101, 108].

7.8.1 Peer Support Exchanges

Studies observing and analysing the nature of peer support interactions describe
how they illustrate the provision of informational, emotional and appraisal sup-
port [49, 103, 104]. Peers share experiences and offer one another information
and advice about managing illness, treatments, emotions, relationships and ser-
vices [49, 103, 104]. Interactions demonstrate the development of supportive
and trusting relationships and the conveyance of empathy, the building of self-
esteem and participants open expression of emotions [103, 104]. It is notable
that discussions extend beyond illness experiences to issues relating to being
an adolescent [49]. Observations of peer interactions reveal that peer mentors
have the capacity to provide mentorship to young people with chronic condi-
tions [49].

7.8.2 Feeling Socially Connected and ‘Normal’

Studies highlight how young people with chronic conditions value the opportunity
to meet (either virtually or physically) with peers who share the same concerns and
challenges and how this reduces their sense of isolation and difference [9, 45, 52,
56, 57,71, 83, 84, 97, 100, 106]. In one study young people noted that it was valu-
able having contact with older peers who had already transitioned through the expe-
rience of living with a chronic condition during adolescence [45]. Being connected
to peers is seen as enabling young people to share their feelings with individuals
who understand their situation and to develop friendship networks [45, 57, 71, 84,
86, 101, 106]. In one study mentors described that they perceived that by acting as
positive role models and presenting the vision of a hopeful future, increased their
mentee’s confidence and motivation to manage the challenges they faced [99].
Conversely one study highlighted how young people may experience the death of a
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peer group member which may lead to feelings of distress and concerns about their
own future mortality [97].

Developing social connections with peers enables young people with chronic
conditions to feel accepted and ‘normal’ [9, 57, 8385, 100, 106]. Studies suggest
that the development of feelings of social connection and non-difference leads
young people to feel more confident in social situations [56, 57, 86, 92, 100]. For
some young people maintaining relationships beyond the programme is important
[57, 83, 86]. Furthermore, young people value having the opportunity to engage in
enjoyable activities with others and ‘have fun’ [9, 52, 84-86, 92]. Although partici-
pants may find physical activities challenging [9]. Some studies have highlighted
the reciprocal nature of peer support with participants describing their sense of per-
sonal satisfaction from helping others through the provision of informational and
emotional support [97, 103].

One study that explored the experiences of peer mentors discovered that the pro-
cess of developing a relationship between peer mentors and mentees evolved over
time and was influenced by the degree of shared characteristics; the more similar the
pairing were in relation to demographic characteristics then the quicker and deeper
the relationship formation [99].

7.8.3 Developing Knowledge and Skills

Studies suggest that young people feel that peer support programmes develop their
condition-related knowledge, coping strategies and communication skills. This
occurs through the opportunity to share personal experiences and lay expertise as
well as through the provision of more formalised education [9, 45, 52, 56, 57, 83,
84, 88, 92, 97, 101, 103, 106]. One study of a peer-led programme described how
peer leaders were highly rated for the knowledge they possessed and for informa-
tional support they provided [108]. Mentors themselves perceive that they are
viewed by young people as credible sources of support due to their personal experi-
ence of living with a chronic condition and being seen as positive role models [99,
108]. An improved understanding of their condition may lead young people to feel-
ing more confident about managing their condition and more prepared to express
their needs and seek support [56, 57, 86, 92, 100].

7.8.4 Experiences of Being a Peer Leader/Mentor

Studies exploring the experience of being a peer mentor have discovered that men-
tors describe it as being a rewarding experience due to the growth they witness in
mentees and that this in turn improves their own personal wellbeing [99, 101, 108].
In addition, they perceive that adopting this role has increased their self-confidence
and has led to personal growth [56, 99]. Indeed, the training mentors received may
be regarded as a form of peer support in itself; as they report acquiring new knowl-
edge and skills and receiving emotional support from within the peer mentor group
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which resulted in the development of new friendships [99]. Difficult aspects of
being a peer mentor have been identified relating to logistical issues such as organis-
ing regular contact with mentees [99, 108].

7.9 The Risks and Challenges of Peer Support

Mellanby et al. [32] have highlighted how peer support models have been ‘embraced
with uncritical enthusiasm’ with their potential problems being overlooked. Indeed,
while peer support programmes have the potential to be beneficial, they may also
pose risks and challenges [98]. Hearing about the problems that others are experi-
encing, encountering negative information about a condition, witnessing the dete-
rioration of others can all lead to stress and distress for participants and peer
workers [33, 65, 66, 98]. It has been suggested that self-efficacy and self-esteem
can be reduced due to perceived criticisms from peers and negative self-appraisal
resulting from social comparison if others are seen to be making greater progress
[33, 98]. Furthermore, peer support may reinforce poor self-management practices
and risk-taking [34]. Young people may also overidentify with and become overly
emotionally attached to the peer support group and thus fail to develop other social
networks and interests [33, 98]. Indeed, it has been suggested that groups may
reinforce stigma through segregation as they create a ‘subculture’ in which partici-
pants identify themselves as being different and separate from wider society [34,
56,90, 98, 112].

Relationships between peers may not always be positive with personality clashes
and conflicts occurring [33, 66]. In peer mentorship models it has been highlighted
that there may be difficulties in establishing an interpersonal connection between
mentees and mentors [33, 66]. In addition, there may be boundary issues in the
relationships between mentees and mentors with confusion over whether the rela-
tionship is professional or one of friendship. While peer support aims to be based on
an egalitarian relationship rather than the traditional power structure of professional
relationships, it has been noted that in reality the relationship is usually asymmetri-
cal as the peer mentor possesses a level of experience unavailable to the mentee and
reciprocity is minimised as the goal focusses on the growth and development of the
mentee [40, 43, 65]. Moreover, this asymmetry is increased if peer workers are for-
mally employed [65]. Indeed, concerns have been raised about the potential for the
training and payment of peer workers to lead to their professionalisation and to a
diversion of their accountability from the peer group to the health care system with
a consequent loss of credibility and mutual identification i.e. their ‘peerness’ [33].
Furthermore, the risks of peer support workers being socialised into the accepted
practices of the service system or following professional role models to gain respect,
have been highlighted [65]. Conversely, the potential for the exploitation of peer
workers has also been raised if they are used as unpaid replacements for profes-
sional services [33].

Finally, it has been questioned whether the underpinning philosophy of peer sup-
port is empowerment or compliance. Stewart et al. [57] have commented that peer
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support programmes often emphasise treatment compliance and clinical control
rather than more psychosocial issues such as social isolation. This may be a result
of the difficulty in measuring psychosocial outcomes or it could reflect the absence
of a biopsychosocial underpinning philosophy and the lack of involvement of young
people in coproducing interventions.

7.10 Implications and Key Recommendations for Practice
and Research

This chapter has highlighted the key theoretical and research-related issues sur-
rounding peer support for young people with chronic conditions. Despite insubstan-
tial evidence regarding the most effective type of peer support, it remains valued as
a central component and indicator of good quality self-management support in
England and internationally [113—115]. In addition, existing parallels between the
psychological and social skills developed during adolescence through peer relation-
ships and the key skills required for self-management, supports the need for further
research.

7.10.1 Implications for Practice

In health care practice peer support initiatives for young people with chronic condi-
tions need to be receptive and relevant to a population with individual differences in
physical, psychological and social development; culture; ethnicity; health condi-
tion; family/carer dynamics; health experiences and access to care. Due to the mul-
tiplicity of these characteristics individualised, person-centred approaches to peer
support may be important components of peer support models. A flexible, inte-
grated peer support model where young people can select from a ‘menu’ of different
types of support, for example; individual or group-based support, online or face-to-
face provision, could offer a more individualised approach. The alternative would
be structured, standardised programmes that, while potentially offering a more cost-
effective and efficient way of implementing peer support, lack individualisation
[116]. Although there is less available evidence for young people with chronic con-
ditions, a review of over 1000 studies identified that online discussion forums and
face-to-face groups run by trained peers were the most useful types of peer support
for improving emotional and physical well-being [116]. Therefore, when consider-
ing practice-based initiatives, as exemplified in personalised recovery programmes
in mental health care in the UK [117], it might be helpful to focus on individualised
peer support delivered either online or face-to-face.

Online formal or informal peer support can widen access for young people who
live in remote areas, have rare health conditions, have limited services locally and/
or who prefer to communicate online rather than face-to-face [49, 57, 66, 101].
Informal online forms of support enable discussion topics to be raised by young
people themselves rather than be pre-determined and offer immediate and
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responsive support for young people’s ‘live’ problems and anxieties [104].
Moreover, despite their variability, there is some evidence for their effectiveness and
acceptability [101]. One-to-one peer support from trained peer mentors appears to
be a type of peer support that promotes individualisation but is dependent on the
development of a positive therapeutic relationship between mentor and mentee [36,
45]. Peer mentorship has also been found to have benefits for the mentors them-
selves who can experience positive changes [34, 118]. However, the importance of
these programmes being well resourced and providing training and ongoing support
and supervision for mentors as well as being flexible for mentees means that this
type of approach could be difficult to sustain in practice [36]. In addition, strategies
need to be in place to manage the potential risks associated with peer support
approaches described earlier in the chapter, such as challenging interpersonal rela-
tionships, emotional impact on peer mentors, and reinforcement of poor self-man-
agement practices.

Potential barriers for implementing and sustaining peer support in practice set-
tings relate to the uncertainty of its cost-effectiveness alongside strategic and
resource challenges. However, it has been suggested that peer support may be a
cost-effective alternative to professionally led programmes [34], with some evi-
dence being reported of reduced hospital use and improved health outcomes [16].
However, health-related cost-effectiveness has not yet been established, particularly
over the long-term [16]. In addition, it is difficult to assess whether some peer sup-
port models can be sustained beyond the context of a research study and are feasible
to implement in real-life settings [32]. Until further evidence is available and peer
support more established or embedded in routine healthcare practice young people
should be guided by health professionals to safe places for support, such as discus-
sion boards on disease specific charity websites.

7.10.2 Implications for Research

Further research is needed to assess the outcomes of peer support interventions
coproduced with young people and to assess how different contexts and character-
istics of interventions and populations impact on the outcomes of peer support. Few
studies include young people in the design and development of peer support inter-
ventions [101]. This is perhaps not surprising given a recent review found that few
interventions developed to improve young peoples’ health and wellbeing (including
supportive interventions for chronic conditions) involved young people in codesign
[119]. If peer support interventions are to be acceptable and appropriate, then it is
important that young people are involved as equal partners in their coproduction. In
addition, intervention development needs to be underpinned by appropriate theory.
It has been suggested that the use of Positive Youth Developmental theory (a
strengths-based approach) could enhance the appropriateness of peer support inter-
ventions and improve self-management, educational outcomes, interpersonal rela-
tionships and overall wellbeing [12] (Also see Chap. 2).
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Further research needs to examine the influence of different characteristics in
this population on the impact of peer support. The need to understand what type or
variant of intervention works for different subgroups (e.g. age, ethnicity, language,
gender, peer leader characteristics, condition) is commonly recommended in the
literature [34, 45, 49, 110]. While there have been some suggestions in the literature
that gender and family income may influence the outcomes of peer support [49, 91,
93], such correlations have not been consistently reported. Overall, an assessment
of the relationship between context, causal mechanisms and outcomes in evalua-
tions of peer support interventions is recommended [34].

The nature of peer support interventions means that they are complex both in
terms of their multiple interacting components and the real-life context in which
they are delivered [120]. Peer support interventions for young people include a
number of different interactional components such as the mode of delivery; range
of behaviours required for usage/delivery; numerous health and clinical outcomes;
variability in the target population and the flexibility required for interventions to
be responsive and individualised. Consequently, it is important to consider alter-
native research designs to randomised controlled trials for evaluation, such as
mixed methods, process evaluations or realist evaluations using young person-
centred approaches in order to increase our understanding of peer support inter-
ventions and their impact on young people both in the short and long term [34,
82, 107].

7.11 Conclusions

Peer support is characterised by a sharing of personal characteristics and the pro-
vision of goal-orientated support that is centred on experiential knowledge and
relationships based on values such as mutuality, reciprocity, empowerment and
respect. It is categorised as a strengths-based, social support model [65, 66].
While we have identified three broad peer support models for young people with
chronic conditions, there are many different approaches and components to peer
support as exemplified by the typology presented in the chapter (Fig. 7.2). Peer
support programmes are viewed as a way of improving the health and wellbeing
of young people with chronic conditions and the theory behind their mode of
action is summarised (Fig. 7.1). However, the body of research investigating this
relationship has reported conflicting results and has methodological limitations.
Moreover, the diversity of programmes presents difficulties in making any com-
parisons between programmes [33, 38]. Qualitative research reports more consis-
tent findings, suggesting that programmes are valued by young people with
chronic conditions and perceived to be beneficial to health and wellbeing.
Nevertheless, peer support may pose risks to young people which need to be taken
into account in programme delivery. The chapter has highlighted important issues
that need to be considered in developing peer support programmes: young people
need to be involved in their coproduction, it is important that they are underpinned
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by theory and an empowerment philosophy, and that they are feasible to deliver in
real-life settings. In terms of research, their level of complexity and individualisa-
tion may mean that RCTs are not viable evaluation designs and that alternative
designs may be more appropriate.
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Skills for Growing Up and Ready Steady
Go: Practical Tools to Promote Life Skills
in Youth with Chronic Conditions

Jane N.T. Sattoe, AnnelLoes van Staa, Marij E. Roebroeck,
and Sander R. Hilberink

8.1 Introduction

Youth with chronic conditions face the same challenges on their way to adulthood
as their typical developing peers but encounter additional bumps in the road because
of their chronic condition and its consequences. Becoming an adult—the transition
into adulthood—requires the mastery of life skills (i.e. being able to perform adult
roles). This transition occurs in several life areas, such as education and employ-
ment, interpersonal relationships and sexuality, finances and housing. As Binks
etal. [1] noted, transition should be considered as a process rather than an event, and
therefore each adolescent should be timely prepared for future roles. In fact, transi-
tion into adulthood ideally is a gradual shift, consisting of several steps to acquire
age-appropriate life skills.

The importance of preparing youth for future roles requires a future-oriented
approach in healthcare. Next to paying attention to symptoms and the treatment of
the chronic condition, healthcare professionals need to tune to the specific develop-
mental phase the young person goes through (see Chap. 5). This implies that address-
ing the development of autonomy and social participation (e.g. relationships with
peers, education and leisure) becomes increasingly important for youth. Moreover,
because the chronic condition impacts their development of autonomy and their
opportunities to participate [2], young people with chronic conditions are at risk for
overprotection by their parents [3, 4]. While young people with chronic conditions
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repeatedly stress the importance to discuss their future roles in the various life areas
during healthcare consultations, these topics are often underexposed [3, 5, 6].

To open up discussions about developmental tasks and challenges during health-
care consultations, the use of comprehensive individual transition plans has been
advocated [6-8]. Such plans help to regularly monitor the development of auton-
omy of youth in various life areas. Unlike transition readiness assessments that are
more focused on medical management (e.g. disease knowledge) and assessment of
treatment-related skills [9], individual transition plans are helpful to monitor the
development of independence and autonomy, and as such can provide guidelines for
action for young people, their parents and healthcare professionals. In this chapter,
we discuss two specific examples of transition plans that facilitate the communica-
tion about the development of age-appropriate life skills from childhood to late-
adolescence: the Skills for Growing Up (SGU) and the Ready Steady Go (RSG)
tools. Since the developmental challenges are similar across chronic conditions,
these tools are generic and can be used for all young people. The SGU, however, has
diagnosis-specific adjustments. We elaborate on the theoretical framework, the con-
tent and structure of, and the first experiences with, and outcomes of these tools.

8.2 Theoretical Framework

The underlying concepts of both tools stem from the Basic Psychological Needs
Theory, part of the Self-Determination Theory [10, 11], although not specifically
mentioned by the developers. According to these, having autonomy, competence and
relatedness are fundamental psychological human needs. In the Self-Determination
Theory, autonomy refers to behaviour based on willpower and choice; competence
refers to being able to master the environment; and relatedness means being con-
nected with other persons in social constructs. In addition, having autonomy is essen-
tial for healthy functioning [12], and is a prerequisite for developing oneself as a
motivated agent. It is important to distinguish between executional autonomy (being
able to self-perform) and decisional autonomy (being able to make own choices) [13].
These principles are reflected in both the SGU and RSG. Both tools aim to support the
development of competences (e.g. life skills). Youth are encouraged to take the lead,
they are challenged to do certain things themselves (e.g. making a meal) or, if they
cannot do it because of the disability or chronic condition, to take charge of it (e.g.
deciding what has to be cooked). Relatedness is supported by addressing the impor-
tance of finding support when needed, developing friendships, intimacy and sexuality.

Although the development of autonomy is an ongoing process that onsets at a
very young age, children need to have certain cognitive abilities to explicitly develop
autonomy and reflect on it. Hence, the SGU can be used by children of 7 years or
older, whereas the RSG is appropriate for youth of 12 years and older. Autonomy
and acquiring competences are also corner stones in the Positive Youth Development
(PYD) perspective [14] (see Chap. 2). PYD interventions focus on positive out-
comes (i.e. self-advocacy, skill building and relationships with others). Both tools
presented in this chapter can be seen as PYD-approaches because these support
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Provider ~———>  Parent/family ——> Young person

U Major responsibility U Provides care U Receives care

O Support to U Manages U Participates
parent/family and
child/young person

0O Consultant 0 Supervisor Ll Manager

v O Resource U Consultant L Supervisor

Fig. 8.1 Shared management model. (Growing Up Ready, Carie Gall, Shauna Kingsnorth, et al.,
Physical and Occupational Therapy in Pediatrics, 2006, reprinted with permission of Taylor &
Francis Ltd, http://www.tandfonline.com)

normal development and promote the development of life skills. Also, both tools
follow the framework of the Shared Management Model (SMM) [15]. The SMM
outlines the gradual shift in responsibility for health, care and functioning from
parents or caregivers to the child as he/she grows older (Fig. 8.1). The SGU and
RSG align with this by proposing a stepwise approach to the development of com-
petencies of youth across different ages.

8.3  Skills for Growing Up

The SGU approach was developed in Canada (Holland Bloorview Kids Rehabilitation
Hospital) and was adapted for use in Dutch paediatric rehabilitation care (SGU-
Dutch) [16, 17], paediatric nephrology (SGU-Nephrology) [18] and paediatric epi-
lepsy care (SGU-Epilepsy) [3]. The tool is based on four key principles: (1)
universality (encouraging family interaction about age-appropriate development),
(2) family centredness, (3) shared management and (4) developmental approach [19].

The SGU consists of three (developmental) age-appropriate item lists: ‘Getting
started” (7-11 years), ‘On my way’ (12-16 years) and ‘Almost there’ (17 years or
older). Additionally, there is a list for parents (not for the SGU-Dutch). Each item list
in the Dutch version covers nine life areas: Me, Healthcare, Living and ADL (activities
of daily living), Relationships, Education, Transportation, Sports, Leisure activities,
and Employment (Fig. 8.2). All life areas contain items that represent age-appropriate
knowledge, skills or activities per area (see Box 8.1). Per item, a young person can
indicate whether he or she already possesses the mentioned knowledge, or skills or
already performs the specific activity. Parents fill out whether or not they think their
child already knows about the topics raised, masters the mentioned skills, and performs
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Fig. 8.2 Life areas in the
SGU. (With permission
from: Hilberink et al.
(2020). Focus on
autonomy: Using ‘Skills
for Growing Up’ in
pediatric rehabilitation
care. Journal of Pediatric
Rehabilitation Medicine,
13, 161-167)

healthcare relations

education

transportation

leisure
Q)

Box 8.1: Item Examples and Action Plan Format of the Skills for Growing
Up Tool?
Me
‘[ can tell others what my condition is and what it practically means for my
daily life’ (12—16 years)

Healthcare

‘I know what to do when I forget to take my medication’ (12—16 years)
Relationships

‘I spend time with my friends outside school’ (12—16 years)
Education

‘I know what to do to get an internship’ (17+ years)

Work

‘I know the influence of my condition on work’ (17+ years)
Living and ADL

‘I sometimes do chores at home’ (7—11 years)
Transportation

‘I travel by myself by public transportation’ (17+ years)
Leisure activities

‘I attend a camp, like school camp or soccer camp’ (7—11 years)
Sports

‘I can swim’ (7—11 years)

Action plan
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Step 1: I want to work on the following items:

[items scored with no]

Step 2: I will take the following steps to work on these items:
[description of steps to take]

Step 3: I will work on these items on:

[description of step] [date]

“Republished with permission of Sattoe et al. 2014 [18]

the tasks or activities independently. At the end of the list, youth can choose which
items they would like to work on for the coming period and are stimulated to make an
action plan accordingly. They can also write down any questions they have. The lists
and action plans are discussed during consultations with healthcare professionals.

While the aforementioned SGUs are developed for youth with normal intelligence,
youth (with or without epilepsy) with a mild intellectual disability can use the SGU-ID
(intellectual disability). The SGU-ID has two age-appropriate item lists: ‘Getting
started’” (7-13 years) and ‘Almost there’ (14 years or older). These lists consist of fewer
items and items are phrased vernacular compared to the other SGU tools. Rotterdam
University of Applied Sciences and Rijndam Rehabilitation provide the Dutch SGU
lists for free at: https://www.opeigenbenen.nu/professionals/transitie-toolkit/tool_
groei-wijzer/, and at: https://www.rijndam.nl/innovatie-onderzoek/productcatalogus-
voor-zorgprofessionals/e-learning-hoe-werk-ik-met-de-groei. An e-learning has been
developed to support professionals in child rehabilitation in using the SGU-Dutch
https://www.free-learning.nl/modules/groei-wijzer-in-derevalidatie/start.html.

The SGU tools aim to encourage the communication about the development of
autonomy and life skills between youths and parents and between youths, parents
and the healthcare professionals. In other words, it aims to hold up a mirror to show
what constitutes ‘typical’ age-appropriate development and to make a stepwise
action plan according to the chosen life skills. Therefore, the SGU is not a checklist
to measure ones ‘life skills' status’, but rather a communication tool to promote
discussion about autonomy and empowerment of youth with chronic conditions. In
Box 8.2 an illustrative case of a consultation with a boy and his mother is presented.

Box 8.2: Application of the Skills for Growing Up Tool: An Example

A few days ago, Eli and his parents came to the children’s rehabilitation centre
for consultation. Recently, he turned 18 years old and he is planning on pursu-
ing further education. He will be transferred to adult rehabilitation soon. Before
the consultation, both Eli and his mother filled out the Skills for Growing Up
lists. In the past few years in rehabilitation care, attention has been given to
Eli’s development of independence and autonomy, but the therapists felt that
Eli has not been able to show his potential. They gave him and his parents the
Skills for Growing Up lists to facilitate interaction between them about his
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development. Eli filled out the list together with his mom and came up with
some points he would like to work on. During consultation, the therapist asked
him about this, but before Eli could respond his mother took over. Quickly the
conversation evolved between his mother and the therapist and was about Eli
instead of with him. Eli’s mother for instance complained about him sleeping
way past breakfast time in the weekends, and about him being busy on his
phone all the time. The therapist noticed that Eli was not feeling comfortable
to say anything and turned the conversation. He explained that things that par-
ents see as problems are not always problems for their children. Actually,
wasn’t Eli’s behaviour appropriate for his age? After this was clear, the conver-
sation about Eli’s future could start. The therapist asked him again and Eli told
him that he would like to live independently after finishing his vocational edu-
cation. He said the Skills for Growing Up lists encouraged him think about
what would be needed for him to live independently and how he could take the
lead. He, for example, mentioned that he could make his own breakfast instead
of waiting for his mother. Together with the therapist Eli developed an action
plan to work on his independency in household activities, starting with making
his own meals. He actively thought about the right time to start doing this and
about who he could ask for help if needed. This conversation made his mother
aware of amount of help she and her husband offered Eli. She admitted that
Eli’s behaviour was common for his age and that he should get more room to
try to do things. Instead of his parents solving everything for him, Eli should
be encouraged and facilitated to take care of himself. For Eli’s parents, the
consultation with the Skills for Growing Up list helped them to put the choices
and wishes of Eli before their own. For Eli, the consultation with the Skills for
Growing Up list lead to a conversation about becoming independent and even-
tually resulted in a tailormade action plan. He became aware of the fact that,
while he is not ready to live independently yet, he could take the lead in work-
ing towards independency in small steps. He is the one who has to take action,
but he can always ask for help if needed.

8.4 Ready Steady Go

The RSG tool was originally developed in the United Kingdom and is a continua-
tion of previously developed individual transition plans for young people with rheu-
matoid arthritis [20]. It has been translated into French, Spanish, Dutch, Portuguese,
Thai and Japanese [21]. The tool aims to prepare youth for the transfer to adult care,
to support the development of autonomy, and to empower youth in order to improve
long-term outcomes [22]. Although not explicitly mentioned as an aim of the RSG,
some introduce the tool as a way to improve therapeutic adherence [21]. In contrast
to the SGU, the RSG has not been not adjusted for specific diagnose groups and
should be considered as a generic tool that can be used across different chronic
conditions.
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The RSG consists of four age-appropriate item lists: Ready (11/12-14 years),
Steady (14-16 years), Go (16-18 years) and Hello (18-25 years). Each item list
used in paediatric care covers eight domains: Knowledge (about the chronic condi-
tion and therapy), Self-advocacy (speaking up for yourself), Health and lifestyle,
Daily living, School/career/your future, Leisure, Managing your emotions and
Transfer do adult care. The list used in adult care (Hello) does not address transfer
to adult care anymore and thus has seven domains. Items consider knowledge, skills
and activities in the different domains (see Box 8.3). Recently, Easy Read versions
of the Ready Steady Go lists have been developed [23].

The working way is the same as for the SGU: youth report per item whether or not
they possess the mentioned knowledge, skills or perform the activities. There is, how-
ever, an extra column per item asking whether the young person wants to know more
about this particular item. At the end of the lists they can write down anything else they
wish to discuss with their healthcare provider. The lists are discussed during consulta-
tions with healthcare professionals. Youth are also encouraged to make an action plan,
although this is not specifically mentioned on the RSG lists. If preferred, they could do
so in collaboration with parents and/or healthcare providers during consultations. The
University Hospital Southamptom/NHS provides the original RSG materials for free:
http://www.uhs.nhs.uk/OurServices/Childhealth/TransitiontoadultcareReadySteadyGo/
Transitiontoadultcare.aspx. Rotterdam University of Applied Sciences also provides the
Dutch RSG materials for free at: https://www.opeigenbenen.nu/professionals/transitie-
toolkit/tool_ready-steady-go/. The RSG tool is, just like the SGU, a communication
tool to foster empowerment and autonomy in young people with chronic condi-
tions, not a questionnaire to measure transition readiness.

Box 8.3: Item Examples of the Ready Steady Go Tool
Knowledge

‘I am confident in my knowledge about my condition and its management’(Go)

Self-advocacy

‘I feel ready to start preparing to be seen alone for part of the clinic visit
in the future’ (Ready)

Health and lifestyle

‘I understand the risks of alcohol, drugs and smoking to my health’ (Ready)

Daily living

‘I can make my own snacks/meals’ (Steady)

School/career/your future

‘I am managing at college/work e.g. getting to and around, nature of work,
friends etc.’ (Hello)

Leisure

‘I can use public transport and access my local community e.g. shops,
leisure centre, cinema’ (Hello)

Managing your emotions

‘Il am happy with life’ (Go)

Transfer to adult care

‘Il am aware of the plan for my medical care when I am an adult’ (Steady)


http://www.uhs.nhs.uk/OurServices/Childhealth/TransitiontoadultcareReadySteadyGo/Transitiontoadultcare.aspx
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8.5 Experiences of Youth and Their Parents

Youth and their parents report positive experiences with both tools and mention
several benefits of their use. Since these overlap between the RSG and SGU tools,
we will discuss them without distinguishing between the specific tools. First, youth
and parents agreed with the content of the item lists and in general felt that all life
areas or domains in the lists were appropriate and relevant for them [3, 18, 21, 22].
However, a small group of youth in one study doubted the relevancy of the tool and
reported that filling out competency lists reminds them of school work and doing
exams, which is not a positive thing [3]. Another study found that the value youth
attached to the tool correlated with age and youth’s self-efficacy. Younger persons
and those with lower self-efficacy seemed to appreciate the tool more [17].

Second, young people felt that the tool helped them in communication and inter-
action with both their parents and healthcare professionals [3, 16]. It made it pos-
sible for them to share their wishes, expectations and what they thought is important.
According to healthcare professionals parents also mentioned that the tool sup-
ported their interaction with their child [18]. This was also found in another study
where parents indicate that the tool made it easier for them to discuss transition-
related topics with their children [24].

Third, youth report that use of the tool made them more aware of their indepen-
dence and future prospects and stimulated them to make conscious efforts to obtain
independence from their parents [3, 16]. Parents share the positive note about
awareness, although some mentioned that the tool could also be confronting. For
example, one parent mentioned that before filling out the item list he or she never
thought about the future of his/her child with epilepsy, while he/she did think about
the future of his/her other children without epilepsy. The tool was an eye-opener for
this parent [3]. The benefit of increased awareness was also mentioned by parents of
young people with end-stage kidney disease [18] and by parents of youth treated in
rehabilitation care [24]. Finally, youth and their parents in general found both instru-
ments to be supportive tools to develop autonomy and acquire life skills, and to
achieve developmental milestones in small steps [16]. For example, young people
with type 1 diabetes explicitly appreciated that the steps to independence start at an
early age [25].

However, there are also some areas of concern. One study showed that youth
with spina bifida following special education, seemed to have more problems with
understanding the items and filling out the lists on their own. These young people
were also less satisfied with the tool compared to those not following special educa-
tion [26]. The same was true for youth with significant learning needs in another
study [21]. To counter this, perhaps the version for young people with mild intel-
lectual disability (SGU-ID) [27] or the specially developed ‘Easy Read’ versions of
the RSG or the RSG version for use on a tablet [21] can be used. Another critique is
that answering in ‘yes’ or ‘no’ dichotomy is not always easy. Often ‘sometimes’ is
also the right answer and this might hinder the use of the tool [26], although adding
a third answer category could also complicate the use of the tool if young people are
more inclined to choose the ‘safe’ ‘sometimes’ option.
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8.6  Experiences of Healthcare Professionals

Overall, healthcare professionals appreciate the tools and their aims [3, 6, 1618,
22]. Depending on the setting, the tools are used by different disciplines. In paedi-
atric somatic care, this is most often the (specialized) nurse [3, 18, 21]; in paediatric
rehabilitation care, it depends on the local organization: sometimes it is the occupa-
tional therapist who uses the tool, in other centres a social worker, psychologist, or
special education professionals [16].

Healthcare professionals report different benefits of using individual transition
plans such as the RSG and the SGU. The first is that it creates awareness in all par-
ties involved [6, 16, 18]. In professionals, particularly, it helped them to be more
focused on the young person (instead of the parent or carer) and to employ a more
holistic approach that provides room to discuss difficult topics during healthcare
consultations [6, 16, 18]. Professionals treating youth with type 1 diabetes, for
instance, experienced that young people experienced a lower threshold to speak up
about subjects when using the RSG [25], and professionals working with the SGU-D
in paediatric rehabilitation care noticed improved communication with youth [16].
Furthermore, professionals valued that the tool helped them to start raise awareness
about autonomy development and self-management from an early age and that it
stimulated youth and parents to take small steps in this development [18]. Also,
healthcare professionals reported that use of the tools fostered family interaction
about development of autonomy and independence [6, 16, 18].

However, in one study professionals also mention a point of attention. Although
they all agreed that all life areas included in the SGU-N are important, some felt
hesitant to discuss non-medical issues with young people [18]. They were wonder-
ing if their roles should extend beyond the medical domain to areas such as living
and transportation. Other obstacles both for SGU and RSG relate to implementation
and are discussed in the next paragraph.

8.7 Implementation Issues

Although the experiences with both tools are generally positive, the implementation
in routine daily care remains a challenge. In case of the RSG, implementation is
hampered by the workload of the healthcare teams [21]. Similarly, the use of the
SGU-N has been found time-consuming which hindered its use [18]. This has been
attributed to the lengthiness of the lists of the SGU-N. Also, professionals did not
have enough time to review the lists, because youth and parents did not bring them
to consultations [6, 18]. To counter the logistic problems, more user friendly digital
forms of the lists, for example an App, would be useful [18], as has also been men-
tioned for the RSG [21]. Another issue is that it is important keep track of the topics
that have been dealt with, which requires maintaining good documentation in the
EPR [21]. Some nurses using the tool implemented electronic checklists to do so
[6], but there are no standardized ways or recommendations for good documenta-
tion of the process.
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An important step towards broader implementation of the tools is that their use
is recommended in clinical guidelines; for example, the SGU is recommended in
the treatment guideline for children with cerebral palsy [28]. Still, it is not always
easy to convince professionals to value the more holistic approach and the needed
change in healthcare delivery [18, 21]. Professionals questioned whether it is their
task to monitor more generic life skills development, and felt that the medical
domain is primarily where their tasks lay. Also, traditionally, professionals are used
to a more directive role in healthcare, whereas the use of the SGU or RSG asks for
a coaching role of professionals. In case of the SGU-N for instance, some profes-
sionals regretted that the tool was not supposed to be used as a checklist or an
assessment [18]. This is in line with the issue of ownership mentioned by van Staa
et al. [6]. They explained that some professionals viewed individual transition plans
as something that young people themselves own. They felt the main aim is to
empower these young people. Other professionals, however, felt the lists should
primarily benefit the healthcare teams.

8.8 Perceived Effectiveness

Studies of the effectiveness of individual transition plans such as the SGU and RSG
are scarce. Yet, the few studies that did research the outcomes of these tools, mostly
show promising results. Adolescents using the SGU-N for instance, reported a higher
frequency of discussions of non-medical topics [6]. In general, youth felt the tools
helped them to become more independent, to plan their future and to prepare for their
transfer to adult care [6, 16]. For the RSG, Cable and Davis [29] also noted a trend
towards more talking about non-medical topics that were found important by young
people. Nagra et al. [22] found that professionals had a more holistic approach and
that it was easier to address sensitive topics during consultations when the RSG was
used. Two studies also found some effects of the RSG on clinical outcomes. Use of the
tool lead to better outcomes for young people after renal transplant [21] and was asso-
ciated with a lower number of emergency room visits in young people with type 1
diabetes [29]. One quantitative controlled study did not find any significant short-term
effects of the SGU-E on different outcomes, such as communication or self-manage-
ment. However, the authors mention that this could be due to the lack of power of the
study [3]. Finally, van Staa et al. [6] emphasized that despite an increase in discussions
of non-medical topics, gaps between how important topics were rated by adolescents
and how often these were discussed were still existent. They conclude that there is
ample room for improvement in the application of individual transition plans.

8.8.1 Recommendations

1. Individual transition plans like the SGU and RSG are useful in practice, but it is
recommended to tailor use of such tools, i.e. to select the right tool for the right
person. There are for instance Easy Read versions for people with mild intel-
lectual disabilities.
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2. Professionals might benefit from proper guidance when implementing SGU or
RSG to have a clear view on ownership of the tool and to prevent hesitation in
discussing topics with young people. For both the SGU and the RSG there is
an e-learning (in Dutch) available for professionals (https://www.free-
learning.nl/modules/groei-wijzer-in-de-revalidatie/start.html  and  https://
www.free-learning.nl/modules/readysteadygo/start.html). It is recommended
that the whole healthcare team together works on an implementation plan
before starting to work with either tool. Questions they should address in such
a plan are for instance:

(a) Who of the team will work with the tool?

(b) When and how often will the tool be used?

(c) Will the separate lists for parents also be used?

(d) How can the tool be provided to young people and their parents? (On paper
or digital)

(e) How will action plans or agreements be documented and by whom?

(f) How will results be shared among the team members; also during transfer
to adult care?

(g) Who will use the tool in adult care?

3. Good documentation of the process is important for the tools to be useful. It is
recommended that teams develop a standardized way of documentation to be
implemented in the electronic health record.

4. Finally, the paper form of the tools is time-consuming and brings logistic prob-
lems. Therefore, the integration of the SGU and RSG in electronic platforms
used in healthcare is recommended. In the Netherlands for example, both tools
are implemented in KLIK PROfile, which is an effective web-based application
for the use of patient reported outcomes and experiences for monitoring [24,
30, 31].

8.9 Conclusion

Individual transition plans such as the SGU and RSG are useful tools to open up
discussions about developmental tasks and challenges of young people with chronic
conditions during healthcare consultations. Since these tasks and challenges are
similar across conditions, the use of such generic tools seems appropriate. Young
people, their parents and healthcare professionals all value the use of the tools and
feel that it helps young people to become independent and to prepare for the future.
They particularly appreciate the attention for generic developmental challenges.
Furthermore it increases awareness and provides guidelines for all involved parties.
Yet, effects on autonomy development are not underlined by effect studies yet. Also,
the use of tools like the SGU and RSG requires flexibility and tailoring in clinical
practice. However, attention for autonomy development is part of developmentally
appropriate healthcare for young people and this is precisely what tools as the SGU
and RSG foster.


https://www.free-learning.nl/modules/groei-wijzer-in-de-revalidatie/start.html
https://www.free-learning.nl/modules/groei-wijzer-in-de-revalidatie/start.html
https://www.free-learning.nl/modules/readysteadygo/start.html
https://www.free-learning.nl/modules/readysteadygo/start.html
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