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Introduction: What Do Patients
Worry About?

Hadley Wood and Dan Wood

Introduction

This book is written by a group who attended a meeting focused on transition
in Toronto in 2011, many of the attendees and contributors are urologists. Thus,
many of the examples discussed are based on urological diseases or patients.
The very nature of this work involves topics which become increasingly
relevant as a young person evolves from childhood into adulthood, including
sexuality and fertility. The authors and editors all hope that you have picked up
this book because you are interested in this critical developmental stage involv-
ing transition to adulthood. The message must not be that success with this
complex process can be achieved by a lone clinician. Particularly at this time
of complex developmental, psychological, endocrinologic, and physical
change, a multidisciplinary team is necessary to meet the medical needs of the
whole patient.

In short, the focus of this book is to help the reader understand what is nec-
essary medically and developmentally for young people affected with
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congenital conditions to be successful as they migrate from a paediatric to an
adult healthcare environment. More importantly we aim to help young adults
come to terms with a developing role in their own health, diagnosis and ongo-
ing care.

Why Does Everything Have to Change, and Why Can't | Keep
My Old Doctor?

It makes sense to ask why patients are expected to move from a trusted (for the
patient) group of healthcare providers to some who are unknown at a time when
everything else is changing for them. Surely, most of the people reading this book
will recall their own adolescence—a period of our lives when consequences of bad
decisions were often not considered and questioning authority was normal.
Compound these developmental changes with physiological changes happening at
break-neck speed: hair growth, secondary sexual development, apocrine gland
changes, etc. In short, we are asking these young people who carry a significant
diagnosis, and all the concerns that emanate from that, with them to break some of
the most significant bonds they have formed (outside their family) and to engage
with a totally new group of people who appear to think they know everything but
have yet to prove that, at a time when our patient has more concerns and questions
than they have ever had.

Why? Because We Have to

Just as we would not expect a general surgeon to perform orthopedic surgery,
it is a simple reality that medicine is increasingly complex and a single indi-
vidual cannot have the expertise or ability to provide excellent care across the
entire life span. Taking good care of patients requires not only knowledge of
subject area and technical skill, but equipment, facilities, communication
skills, and other subspecialists tailored towards the unique anatomic and physi-
ologic needs of the patient. A system geared towards providing excellent medi-
cal care for a 5-year-old cannot fit the needs of a 25-year-old. Moreover, even
if the system -needs are not different, the patient’s needs evolve. Urologically
speaking, the 5-year-old patient requires care to facilitate continence and renal
preservation. The 25-year-old, on the other hand, needs the full spectrum of
urologic expertise, including all of the above and sexual function and fertility
assistance [1].

It is important to remember that the move from one doctor to another, or the
move from one building to another, is transfer, not transition. Transfer constitutes
perhaps the smallest part of the overall process. Transition takes years to prepare for
and involves assisting the patient in coming to terms with his/her diagnosis and
understand that he/she is ultimately responsible for his/her health and destiny. At the
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end of transition, patients should be autonomous in determining when treatment is
needed and know how to call for help.

While achieving successful transition may seem like a gigantic step, the reader
should be assured that it occurs best in many small steps over a period of years. The
concept needs to be introduced early and gradually embellished over time to avoid
the patient needing to jump off the cliff to independence all at once. It may and
should start with small steps like administering medications or calling to schedule
an appointment and then gradually expand out to autonomous management of one’s
own care. Parental acceptance of and insistence on marching forward towards inde-
pendence can be a great barrier to success in transition. For the parents, the authors
can only say that it may be the bravest and most generous thing you do for your
child to insist that your child become autonomously functioning in his/her own
medical care.

Who Is in My New Team?

Patient and parent expectations are high—usually, not unreasonably so. They have
come from a familiar environment, where they had formed close bonds and were
well cared for. They will expect the same—and may not understand that a pediatric
hospital is often smaller and thus more easily controlled—than an adult hospital.
Whilst the care objectives of the new team may be similar and their own standards
equally high the fact that there is difference in the way things are done or that sys-
tems may be more difficult to navigate or even that care is delivered in an ‘adult’
way can create anxiety and tension.

Patient and parents will (usually) be very familiar and some expert in their diag-
nosis, care and prior needs. They will quickly spot someone who is not and this too,
can create a difficult dynamic.

Why state all of this? The point is, that if these patients are simply placed in a
routine, general clinic they will have a much higher tendency to ‘fail’ in transition—
or for transition to fail them. Success in transition is difficult to achieve, but the
more the adult environment replicates the multidisciplinary services and support
provided earlier in life, the more likely it is that success will be achieved. The exact
concoction of personnel and services needed for such a clinic depends on the diag-
noses treated and expertise of the individuals and has not been well studied. In
addition, successful transition requires trust and open communication between the
referring and the receiving team. Many services offer some form of joint clinic
between the two teams, most commonly with the adult-provider team traveling to
the pediatric facility to “meet” the patient and family. This can be extremely useful
for the receiving provider team and patient alike—visualization of care teams
working together embeds trust and knowledge for all parties. An additional
advantage is that there will at least be familiarity of the faces when the patient first
sets foot into the new adult care facility, hopefully making the process less
intimidating.
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The principles are relatively simple and should be a set of aims to work towards:

. Discuss and prepare for transition from an early age
. Ensure the patient builds his/her own understanding of his/her disease and

treatment

. Encourage him/her to take ownership of that treatment
. Introduce the receiving adult team
. Set up a care environment in the adult center

It is important to recognize that as the provider at the adolescent/adult end of

transition, there are factors that impact patient-family satisfaction that are both
within and without of one’s control. We can start with the easy one:

1.

2.

The young adult and their parents must feel like they are being welcomed into a

new service rather than dispatched from an old one. This is just about interper-

sonal skills and making an effort to try and see them in their pediatric environ-

ment, explain a rough plan, introduce the team, explain where they will be seen

and try to set them at their ease. What we used to call ‘good manners’. Basic stuff

but actually fundamental to building a good forward relationship.

Out with the control of an adult team is preparation for transition. Discussions

need to begin early—maybe at around the age of 12 years. These need to

approach a range of different subjects—most importantly is building the confi-

dence of the patient to discuss their diagnosis and any problems for themselves—

as well as starting to understand and make their own decisions. Broken down this

might look like:

(a) Introducing the need to move in the future (early discussion)

(b) Encouraging the patient to write down or discuss what they know

(c) Encouraging the patient to talk about their concerns or problems

(d) As confidence grows, asking the parents to step back and reduce their
involvement

(e) Discussing the new environment

(f) Asking about fears and finding solutions to those.

This is a very theoretical approach, but the elements seem important. The authors
have encountered patients who are both well prepared and those who are not. Both
will have their challenges and at times both can have difficult problems to face but
good preparation is a bit like the pediatric service giving the adult service a quality
assurance mark—to say to a patient, ‘these guys are okay, they will look after you’.
If patients (and more often parents) don’t have this the transition can be very dif-
ficult—they feel angry about moving on, let down by the fact they cannot stay with
the team they liked and trusted and disoriented by their new environment. If this
happens their antagonism builds and no weight of evidence about the quality of
service (or the potential lack of service elsewhere) will overcome the emotional
reaction and the desire to break away. Unfortunately, when patients drift or march
outside of specialist units they often experience a more general approach to care
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that is perfect for the majority of healthcare patients but does not allow for these
patients and the medical, psychological and (in some) social complexities that
come with them. In our experience, the worst of the lot is when patients are trans-
ferred acutely after having fallen out of routine pediatric care with a severe or life-
limiting condition, and the relationship between provider and patient is cloaked in
fear, anguish, and frustration on both sides of the relationship.

What Will Happen if It Goes Wrong?

It is often true that pediatric programs are geared towards timely and excellent
responses to patient/family enquiries. Pediatric programs tend to have a wide range
of support personnel and greater shared responsibility for patient communication—
both medical and paramedical. The cultural and resource differences on the adult
side can often be the most disappointing part of the transition experience. Patients
and parents can be confused about how or whom they contact their provider team to
get their concerns addressed in a timely fashion. Patient focus groups for patients
having undergone complex surgery have borne this out: those who were frustrated
were those who had a lack of support, regardless of surgical outcome. Truth be told,
adult care environments are more complex to navigate and communication with
care providers can pose challenges. Evolution of electronic physician messaging
and online resources can help bridge this gap for some patients. In some circum-
stances, virtual patient visits and shared medical appointments may help bring
information to patients when and where they need it.

Specialist nurses provide an essential role in both patient education and care and
the necessity of having a well-functioning physician-nurse partnership cannot be
understated. Simply stated, a transition clinic will not be successful without devoted
and knowledgeable nurse specialists. Most successful programs have a nurse as
both the face and often the heart of the service.

It is important that the patients and sometimes in a limited fashion, their parents,
assume the appropriate amount of responsibility for their care. If they are getting
regular urinary tract infections and ignoring advice about fluid intake or bladder
washouts, then this advice needs firm but fair reinforcement. There needs to be a
consistent message that comes from all team members. Patients will gradually
become experts in their own care and this is important for them to realize. Many will
have rare diagnoses or atypical anatomy—they may encounter health care providers
within the system who know far less than they do about their condition. These situ-
ations can result in frustration and estrangement from the medical system, particu-
larly when and if the patients are made to feel inferior or ignored by anyone in the
system. Patients need to know the team of individuals who can help advocate on
their behalf and educate other providers to prevent this outcome. This often means
having someone from the practice available “all the time” for calls from emergency
rooms or outside hospitals.

So the key to this question is that no single individual can be successful ensuring
adequate access and communication to patients and families with complex
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urological diseases. It takes a village of devoted personnel and often enhanced tech-
nological solutions to achieve it. Patients want to be able to contact people with
questions and concerns—so being contactable is vital. Educating patients about
themselves and their condition as well as setting expectations and guidelines for
how and when patients should reach back to the center is also critical.

It does go wrong sometimes and knowing the safest route to safe emergency care
and sound advice is important. It helps to discuss this and try to provide some
advice for this—which will of course vary for all sorts of reasons including—condi-
tion, the patient, the treatment and geography.

Can | Be Normal?

It is a recurring theme in this book that teenagers are growing up. They are learning
about the world around them and their place in it. As part of that they will be exam-
ining themselves and comparing themselves to peers and role models. Whilst peers
can be cruel at times they are generally ‘normal’. Role models (on the other hand)
may be normal or may be unrealistic either intentionally or unintentionally and thus
may create unachievable expectations in our patients or, indeed, their parents.

Surgeons and doctors cannot make normal. We can improve things and some-
times return things to a status quo. So when patients have major anomalies and
concerns about those they will naturally ask questions about themselves and how
they fit is but they will add questions about their condition, its treatment and its
effect on them in these terms. While parents and siblings will often attempt to “nor-
malize” the patient, in adolescence in particular patients know they are different and
often express insecurities around that. The physician and care team can plan an
important role in validating these concerns and explaining that “normal” simply
does not exist. Every individual comes onto this earth with unique characteristics
and challenges that make them who they are. Patients may want to connect with
others who “look like them” or face similar challenges and the medical team can
play a critical role in facilitating those connections to help the individual feel less
isolated.

Some are angry or upset about the reality they have to face. Others appear to
accept their situation far more readily—although those who treat these patients
often worry about the need for wider support—particularly psychology. This is
important from a range of different aspects. Firstly, dealing with chronic disease has
a major impact on one’s psyche. In isolation this would justify a need for psycho-
logical support. The authors suspect that whilst this may be straightforward in some
areas it certainly is not in ours. The disclosure to a young adult about diagnosis or
even the realities of that and the limitations they may face (however small they may
seem) would ideally be supported by a psychologist. This is particularly true as
young adults begin to understand how their sexuality and fertility may be affected
by their diseases [2].

It is clear, no perfect solution exists, and many models have tried to help and look
after these patients across a wide range of medical specialties and diagnoses.
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Confronting the fact that something about yourself as a patient is not ‘normal’ and
requires to see a doctor for life is tough and the fact that this did not end when you
finished childhood and you now have to move to another team who will continue to
require your attendance at hospital probably just adds the realization that there is
something different about you (however small or invisible it may be to others).

Conquering the Complexities of Family, Sex, and Fertility

Family

To meet parents who have a child born with any congenital anomaly is extraordi-
narily humbling. Many healthcare professionals have asked themselves how they
would cope themselves if they had an affected child. The range of emotions must be
extraordinary the expected elation quickly replaced with concern, anxiety and an
understandable feeling of guilt (what did I do wrong?).

Anecdotally, many parents ask themselves whether they did something either
before or during pregnancy that affected their child and resulted in the anomaly. It
is important to acknowledge that and dispel any myths that exist. The questions are
normal and certainly should not be dismissed—carefully explanation is important to
ensure that parents understand that their lifestyle or any single event did not affect
the health of their child. They also have to face up to the worry of spending time in
a hospital and the impact that may have on their own relationship, other children and
their ability to work—or the impact it may have on them in the workplace.

Most of us are born into a family and whilst the dynamics of that family may
change we treasure the warmth that it offers. For those without that life is much
harder. As we grow and mature, relationships change—within the original family
unit and external to that. The dynamics with siblings develop in all sorts of ways.
Just sit in your staff coffee room and ask about people’s brothers and sister—you
will not hear one story the same as another, some good and some bad. Clearly, our
relationship with parents changes. As an adolescent matures they will first start to
learn and then question their environment and with time they begin to test that envi-
ronment—to learn their place in it and establish their independence—this is appar-
ent in many ways although, maybe, most keenly felt by parents.

Early in life the decisions made about a child are driven by the parents. Whilst
this is normal—it is important that the parents are constantly kept in the conversa-
tion and supported in their decision making. It is one thing to make a decision to
have your own operation but quite another to decide that someone else should have
an operation. If it goes well—it is easier to vindicate that decision. If there are prob-
lems the guilt that must sit with that is hard to imagine. Again, all of this is normal
but may have a huge impact on how a parent copes individually and in partnership
with their spouse.

Looking into adolescence and the background above, perhaps makes it easier to
understand why parents can appear so protective or anxious about releasing control.
This is explored in some detail throughout this book. It is hard enough to watch your
child ride a bike on the for the first time (although the anxiety here is mixed with
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feelings of pride and delight) and this needs to be considered when managing a
child and their family through transition. Different families will need different
approaches. It is important to build in time for a young adult to talk to you as the
healthcare professional, alone. It is also important to remember that the parents can
be important allies—in building a relationship with the child the parents’ support
can be extremely helpful. For instance, when the child comes to sign a consent form
for themselves (for the first time) it is good to have their parents there. The parents
can see that you are explaining and talking to their child appropriately whilst the
child has some support in making a big decision (for what maybe the first time).

Adolescents affected by chronic disease will clearly have aspirations of their
own and these will be compared with the world they see around them. Their aspira-
tions will be built by the combination of what others have told them they can be and
what they’ve seen in reality. The family and the provider team can often be the most
influential parties in this process.

Sometimes, patients will have care needs that require assistance, and the parents
or adult siblings may evolve a role in this. As an adult care provider, you may find
families in your office having performed self-care activities for a patient for over 30
or 40 years and themselves becoming increasingly debilitated. In our experience,
confronting and validating those concerns, and openly discussing what the plans are
for when the day comes that the patient will not have that support is critical.
Anticipating the potential options down the road will provide better care for the
patient and engender respect and trust from the family.

Sex and Fertility

Concerns relating to sex vary widely. Clearly, conversations relating to sex should
be held in private—away from parents and siblings. This is particularly true as
patients with disability have substantially higher rates of sexual abuse and care pro-
viders both within and outside the family may be involved. Many patients will be
inhibited from sharing this information in front of authority figures for fear of retri-
bution or disappointing them.

Some patients will ask for education. Questions that may seem straightforward
but are of course important. It may seem as some patients are almost asking for
permission and we have certainly seen couples where a very considerate individual
has asked whether he/she could hurt their (affected) partner by having sex. Sex
therapists, occupational and physical therapists, and other allied health providers
may prove key in helping facilitate healthy intimacy and fertility.

In addition, there can be questions about genital size and appearance from both
sexes. It is important to make a careful, clinical assessment. Whilst it may seem
obvious—it is essential to ask whether they have had or are having sex. It is easy to
assume that the reason for such questions means that they have not, cannot or will
not. If they are having sex, then the reasons behind the questions is very impor-
tant—are they or their partner suffering pain or discomfort? It is important to dis-
cuss other elements of sexual function—in a male, erection, orgasm and ejaculation;
in a female, vaginal lubrication, ease of penetration, pain, and orgasm.
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If patients are not able to achieve sexual intercourse with a partner, it is important
to understand why not and whether they have attempted it. The route to treating this
may not be an operation. Information and support from their healthcare team may
be enough. Surgery is one possible element of treatment, but pharmacological and
psychosexual options are important to explore and have available.

Fertility concerns, particularly in the un-partnered patient, can be challenging.
Patients may abstain from propagating or seeking relationships for fear that they
will not be fertile. The treating team need to understand the underlying condition
and whether this predisposes to reduced production of or damage to germ cells or a
problem with delivery of germ cells. When there are concerns about fertility poten-
tial in males, semen analysis may offer additional information upon which counsel-
ling may be based. If fertility ability is unknown, patients should be appropriately
counselled for pregnancy avoidance if relevant and safe sex practices should always
be reviewed in the young person who is sexually active regardless of anatomy. It is
beyond the remit of this chapter to explore this fully but in taking on this kind of
work understanding and anticipating questions of all types is important. Even if one
is not—one must appear unshockable!

Summary

This book aims to give you a broad introduction to working in transition and the
care of patients as they move from pediatric care to adult care. This first chapter
starts by giving a flavor of what worries patients and their families as they enter this
phase of their life. The authors cannot possibly anticipate all questions in all
specialties.
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History of Adolescent Care in Urology 2

Christopher Woodhouse

Introduction

The author spent career specializing in long-term care of congenital urological con-
ditions. This chapter reflects the history and development of his work and the care
that the patients need throughout their lives. The aim is to outline the principles of
how and why transitional care came into existence in urology. It happens to make a
good example of the need, the potential for success and the challenges in many other
fields. It is, therefore, relevant to a wider audience, rather than just to urologists.
Whichever specialty the reader works in they will already understand the complexi-
ties of adolescence and adolescent medicine.

The Past

Mute swans form life-long partnerships and share the burden of parenting devot-
edly. At the end of their first year of life, however, the cygnets are forcibly expelled
from the family and sent to fend from themselves [1]. There is no transitional period
or adolescence—the swans form their own partnerships and start to breed. This is
the old model for human children with lifelong medical needs.

In humans, the term ‘adolescence’ is derived from the Latin adolescentia and as
a distinct period of growing up has been used in English at least since the fourteenth
century (Oxford English Dictionary—complete edition 1971). However, until the
nineteenth century, it must have been a rather short period as poor children were
sent out to work as soon as possible and rich children were prepared for adult life
and early marriage.
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So, what of ‘adolescent medicine’? Specialist care of children began in Europe
with the foundation of free standing pediatric hospitals—in London the Hospital for
Children, Great Ormond Street (GOSH) was founded in 1852. When pediatric
patients grew up, we can only speculate what happened to them if further medical
care was needed. Adolescent urology literature begins in 1955 [2]. To have a spe-
cialty to look after those who had outgrown somewhere like GOSH several things
would have to happen.

Firstly, there would have to be a substantial cohort of survivors. In the past, the
majority of the children with the major congenital anomalies died at an early age.
Even now in underdeveloped countries congenital anomalies, especially spina bifida
(SB), account for nearly 50% of infant deaths and the rate is inversely correlated
with the per capita gross domestic product [3].

Spina bifida has been recorded in skeletons since the Neolithic period, but almost
always affecting only the sacrum. Cooper (1809) recognized the association between
SB and other neural tube defects such as anencephaly. The higher the defect up the
spine, the earlier the children died. Survival to ‘middle age’ was a rarity [4]. Even
in the twentieth century, survival without surgery was thought to be rare [5]. By the
second half of the twentieth century better care had improved survival but in an
unselected series of patients in the UK 60% still had died before 40 years of age. As
noted by Cooper 200 years ago, the survival was much better with lower neurologi-
cal lesions with 61% of those with lesions at L4 or below surviving at 40 years old
compared to only 17% with T10 or above.

Babies born with exstrophy were often left to die, and in some countries this may
still happen. ‘The disease was probably one of the “monstrosities” of nature that
were better left alone in order not to interfere with the intentions of the divine’ [6].
As it is not an intrinsically fatal condition, there are many records of long term sur-
vivors in the literature at least since the sixteenth century. Nonetheless, in an impor-
tant 1926 paper on Mayo’s personal patients it was recorded, historically, that 50%
of children were dead by 10 and 67% by 20 years old, usually due to the complica-
tions of treatment. The contemporary series of 66 patients had reported a mortality
of 28%, but half of the living patients was under 10 and the authors were not opti-
mistic about their future. There was long term follow-up on 20 patients from 30 to
73 years old [7].

There was only one known survivor amongst babies born with cloacal exstrophy
before 1960 [8, 9].

All of the advances in pediatric medicine have contributed to a dramatic fall in
early mortality. There was no treatment for end stage renal failure until chronic
dialysis came along in the 1960s so about a half of those born with posterior urethral
valves would have died before adulthood. Good antibiotics for gram negative infec-
tions were discovered in the 1970s, before which gram negative septicemia, espe-
cially in association with renal stones was frequently fatal. The biochemical
alterations caused by ureterosigmoidostomy were described in the 1950s and early
‘60s, ironically at the same time as the introduction of the ileal conduit made the
rectal diversions temporarily redundant [10-12].
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Secondly, those who survive into adolescence and adulthood have to have prob-
lems that are amenable to treatment. Many pediatric urology patients are cured:
those having surgery for undescended testis or pelvi-ureteric junction obstruction
are obvious examples. Most children diagnosed with hydronephrosis in utero with
normal renal function can be discharged. There is conflict about the need for follow-
up of boys operated for hypospadias—although this probably follows a spectrum.

The present-day challenge in caring for the surviving patients in adolescent urology,
is the wide range of problems requiring sub-specialist knowledge. These include the
renal deterioration due to congenital anomalies of the kidneys and urinary tract
(CAKUT), the many options for the reconstruction of the bladder and problems in
sexual and reproductive function of exstrophy, SB and PUV. Although individually it
could be said that a general urologist could be responsible, in practice the rarity of each
condition would make it very unlikely that best holistic care would be provided.

Thirdly, there has to be cadre of doctors with the inspiration to develop such a
clinical interest. There is a dichotomy between specialists in adolescent medicine.
Some say that the care of adolescents is a specialty in its own right and that at the
end of adolescence, any adult management that is needed should be the responsibil-
ity of appropriate adult doctors [13]. This might be considered as managing the
impact of adolescence on an already difficult medical condition. Others, including
the present author, believe that there should be only one transition—from pediatric
care to one that continues from about puberty until death.

This difference is based primarily on the nature of the pediatric conditions. If a
child has diabetes, asthma or any other condition that has an adult equivalent, it is
entirely logical for the care to be transferred to adult physicians at an appropriate age.

The problem in urology is that very few pediatric conditions have an adult equiv-
alent. There is no adult form of exstrophy. Adult bladder outflow obstruction does
not have the same consequences as obstruction from a posterior urethral valve
(PUV). Spina bifida is not the same as a traumatic spinal cord injury. Similar long-
term problems are found in other pediatric specialties such as cardiology and
orthopedics.

Therefore, there is a need to have a specialty that can maintain the same holistic
care of patients with pediatric urological anomalies from puberty to death. There
seems no point in having two transfers of care. As with pediatric practice, this would
involve a team of clinicians, rather than a single individual.

There is no title, at present for the specialist who looks after children from pedi-
atric urology when they grow up. For want of anything better, the term ‘adolescent
urologist’ is used and understood by pediatricians and urologists.

If the tradition of using one of the classical languages is followed, Isovial Urology
could be considered from the Greek 1copix meaning lifelong. Another possibility
would be Zeg Urology using the lovely Georgian word Zeg meaning the day after
tomorrow.

Fourthly, there would have to be a means of training and recruiting the clinicians.
This raises the age-old question about chickens and eggs. If there is no specialty,
there can be no training program.
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Table 2.1 An estimate of the number of adolescent urologists required in the United Kingdom

Births per | Total adults in Total consults at 2 | Urologists needed at
year population® per patient/year 1/1600 consults

Exstrophy 14 840

Posterior 70 4200

urethral valves

Spina bifida 105 4200

Others 2760

(estimate)

Totals 12,000 24,000 15 =1 per 4 million

population

Births per year based on published incidences

“Estimated adult life of 40 years for SB patients and 60 years for all others. (Reproduced with
permission from Adolescent Urology and Long-Term Outcomes by Woodhouse CRJ published by
Wiley, Oxford, 2015 [2])

There are three broad requirements for an adolescent urologist: knowledge of the
relevant anomalies in pediatric urology and their management, an understanding of
the emotional and physical changes that occur in adolescence and a broad training
in adult urology. The majority of the patient requirements are in adult medicine.

The number of adolescent urologists required is difficult to predict. Table 2.1
shows a calculation based on the incidence of the main relevant pediatric diagnoses
and likely longevity. It shows a need for one adolescent urologist per four million of
the population.

The need could be higher than this if the heavy surgical work load from exstro-
phy and SB is factored in. The incidence of SB has declined due to better parental
nutrition, the use of prophylactic folic acid and selective terminations but the lon-
gevity is increasing.

On the other hand, although the incidence of most of these conditions in preg-
nancy remains steady, selective terminations in some countries will reduce the num-
bers in the population.

The Development of Adolescent Urology and Transition

When looking at the development of adult care for children with major congenital
anomalies, there is a fairly consistent historical pathway beginning with an increas-
ing number of adult survivors.

The current prevalence of chronic illness in children in the UK is 17-19%. In the
USA the prevalence has risen from 31% in 1992 to 54.1% in 15 years. This latter
figure is taken from the 2007 National Survey of Children’s Health and quoted by
Bethell et al. [14, 15]. These are astonishingly high figures and include an enormous
range of mental, physical and ‘special needs’ conditions. From the 1992 data it
seems that only 5% were considered to be severe. By 2007 the increase was almost
entirely accounted for by obesity. Excluding obesity, the prevalence of chronic dis-
ease in 12-to-17-year-olds was 34.4%. These would be the patients who could be in
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need of long term specialist care. No urological condition appears in the commonest
20 considered [15].

Initially, the long-term survivors continue to be managed in the pediatric unit to
which they have belonged. In a pediatric hospital in Rio de Janeiro with no transi-
tion arrangements, adolescents and adults made up 19.8% and 2.7% of outpatients
respectively [16]. In a survey of academic pediatric units in the USA from 1999 to
2008, 2% of admissions were of patients between 18 and 21 years of age and 0.8%
were over 21 years. This gave 60,000 inappropriate admissions in the 10 year period
and there was a 6.9% annual increase [17].

Eventually the number becomes too great. Then, for a variety of reasons, patients
are scattered on the winds of medical practice unless someone starts an ‘adolescent
service’.

The earliest adolescent clinic that I can find was founded by Dr. J. Roswell
Gallagher in the Boston Children’s Hospital in 1954. He described most of the fea-
tures of adolescence and their effect on health that are understood today. The clini-
cians who worked in the clinic were from the pediatric staff of the hospital, but the
environment of the rooms was changed for the benefit of the older patients. Dr.
Gallagher emphasized that he did not want to start a new specialty. Importantly, the
clinic was designed for adolescents presenting de novo, rather than for the long-
term care of previous pediatric patients. The upper age limit was 21 years, after
which some unspecified alternative arrangements were made if further care was
needed [18]. Similar special units have appeared, in the UK, USA and Australia.
Adolescent wards are being built, but mainly in pediatric hospitals.

There is a further difficulty that children do not become adults over night or on
achieving an arbitrary birthday. Adolescence is the phase of passing from childhood
to adult life. It has a variety of formal definitions. In the Oxford English Dictionary,
it is described as ‘between childhood and manhood (14-25 years old) or woman-
hood (12-21)’. The Department of Health in the United Kingdom is imprecise
about its beginning, but rules that its end is the 19th birthday which means that all
care must be transferred at once to standard adult clinics. Neither of these defini-
tions is wholly satisfactory if only because children mature into adulthood at vari-
able rates. For example when patients with congenital bladder disorders (mean age
20 years) were asked at what age they felt able to act independently from their par-
ents, the mean answer was 17 years but the range was 11-25 years [19].

These services, beginning with Dr. Gallagher’s, are aimed at the care of adoles-
cents who can be looked after by adult services in due time. Transition is an end in
itself. They are not a useful model for the lifelong care of those with conditions that
do not have an adult equivalent. The patient’s role is very important—transition
centers around the shift in responsibility for their healthcare from the parents as
prime decision makers to the young adult able to describe their condition and make
decisions about their own healthcare. For the healthcare team, transition should be
a process of moving from the holistic care of childhood to a specialist holistic care
that will support them for the remaining three quarters of their lives.

In the UK, the first adolescent urology clinic was born almost by accident. Sir
David Innes Williams who might be considered one of the two founding fathers of
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pediatric urology (the other being Herbert Johnston in Liverpool), was appointed as
a urologist at The Institute of Urology in 1950 and pediatric surgeon at GOSH in
1952. He gradually gave up general surgery at GOSH and adult urology at the
Institute so that he became a pediatric urologist at both hospitals. His adult clinic at
the Institute was used for the long-term care of his pediatric patients as they became
adults. At that time, the clinical part of the Institute was housed in four small build-
ings called the St Peter’s Hospitals.

The academic Institute itself and the children’s services were in the Shaftesbury
Hospital in Shaftesbury Avenue. This was wholly appropriate as the street had been
named for the great nineteenth-century social reformer of children’s lives, the 7th
Earl of Shaftesbury. The statue of Anteros, the god of requited love, at the end of the
street in Piccadilly Circus, one of the best-known statues in the world, is his memo-
rial. The outpatient clinic for the adolescents was in St Paul’s Hospital and the in-
patients in another ward in the Shaftesbury. No thought was given to a process of
transition. The staff was virtually the same so that there was absolute continuity of
care, but the environment was adult just as Dr. Gallagher had suggested. The chil-
dren from GOSH (which was a short walk from the Institute) often moved to the
Shaftesbury in late childhood, but even if the move was only made at puberty, the
same overlap of staff softened the blow and their notes were allowed to go with
them, again ensuring continuity.

From 1990, when the St Peter’s Hospitals were closed, and the services moved
to the Middlesex Hospital, this happy inter-relationship slowly dissolved. By this
time the care of the grown-up children had been formalized with an Adolescent
Urology Unit. It is regrettable that we failed to notice the increasing difficulties that
the children and their parents suffered with this change. The smooth transfer through
adolescence was lost but no process of transition was conceived in its stead.

A second move to University College London Hospital (UCLH) in 2005 further
weakened the links. However, the development of a full-blown Adolescent Medicine
Service emphasized this problem in urology and a Transition Clinic for the GOSH/
UCLH urology children was started in 2008.

Other pediatric specialties seem to have developed in a similar manner. Up until
1974, for example, 60—65% of babies with major congenital heart disease died
before their first birthday. From then on, there was a steady increase in childhood
survival but as late as 1990, 40-50% were dying in their 20s (mean 25.4 years), in
20% because of inappropriate management in general cardiology services [20, 21].

The response to this was the establishment of a Grown up Congenital Heart unit
(GUCH) at the Brompton Hospital. The success of this unit has led other hospitals
to follow. There are 55 units in the USA and 15 in Canada [22]. Unfortunately,
GUCH patients make large and very expensive demands on cardiac services, espe-
cially when re-operation is needed [21].

There have also been improvements in the survival of children with cystic fibro-
sis and mean survival is now 37.4 years. This has stimulated the establishment of
specialist adult care facilities in the USA and UK [22, 23].

Despite the success of adolescent medicine, provision of services throughout
the world is patchy. In UCLH there are adolescent services for asthma, diabetes,



2 History of Adolescent Care in Urology 17

cardiology, cancer, rheumatology, psychology, orthopedics, neurology, endocri-
nology, gynecology, disorders of sex development (DSD) and urology. This provi-
sion is exceptional in the UK. However, an informal survey of members of the
British Association of Pediatric Urologists in 2008 showed that most had managed
to identify an adult urology colleague with appropriate knowledge to whom their
child patients could be passed as adults. Similar progression has occurred in the
USA [24].

Adolescent Urology is gradually appearing in the rest of the world. The present
book is based on an International meeting in Toronto in 2013. The European
Association of Pediatric Urology has a committee working on the development of
Adolescent services. The Journal of Pediatric Urology has an adolescent section
with its own editor. The fact remains, however, that there are very few full time
Adolescent Urologists in the world.

Specialist Adolescent Urology Units can be identified in Europe, the USA, and
Southeast Asia but they are few and far between. The Howard Snyder Chair of
Adolescent Urology has been endowed by the Children’s Hospital of Philadelphia
in recognition of Dr. Snyder’s lifelong commitment to children as they aged. An
appointment is expected in the near future. There are also many physicians, espe-
cially in the USA, who practice some adolescent urology. In most cases, however, it
is as an extension of Pediatric Urology and ends at some age before 21 years. This
is an improvement on the position 30 years ago, but further development is needed.

In Adolescent urology, the numbers are always going to be small and the prob-
lems complex. It is important that the future development is in the direction of
specialist units, rather than many physicians looking after small numbers of patients.
It has been shown repeatedly in diverse areas of medicine that the best outcomes are
achieved in units with largest numbers of patients.

The development of transitional, as opposed to adolescent, care has been led by
parents. They struggled, in some cases for decades before pediatric and family prac-
tice groups began to take action. Figure 2.1 shows the academic output in the field
as judged by papers listed in PubMed. Transitional care in urology is far behind.

The principles of transitional care have been well described, especially by
Professor Russell Viner in the UK and a joint committee based on the American
Academy of Pediatrics (AAP) [25, 26]. There are few differences between them
which is hardly surprising as the needs are the same the whole world over [13].
However, I strongly disagree with the AAP view that the ideal age for arranging
transition is between 18 and 21 years old—this is far too late for urology patients.
There are many issues that arise in the early-to-mid teenage years to do with body
image and curiosity and concern about sexual and reproductive function. These
should be addressed proactively and there is an advantage for those conversations
happening in an adult environment where they can be continued and revisited when
required. A clear example is the discussion about pregnancy- in particular the
importance of serum hCG testing (as a result of the high false positive rate with
urine pregnancy testing in the reconstructed urinary tract), folate supplemention in
preparation for conception in neuropaths and the need for conscientious monitoring
through pregnancy.
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Fig. 2.1 Papers listed in PubMed under ‘Transitional Care’ (black) and ‘Transitional Care,
Urology’ (gray) from 1974, when the first paper appears, to 2012. (Reproduced with permission
from Adolescent Urology and Long-Term Outcomes by Woodhouse CRJ published by Wiley,
Oxford 2015 [2])

In practice, very few Transition Clinics actually exist, especially in urology. In a
survey in the USA published as recently as 2010 it was found that 50% of internists
and 62% of pediatricians thought that it would be difficult for children with chronic
conditions to find appropriate adult care [27].

Measuring Outcomes

It would seem self-evident that Transition clinics and life-long subspecialist care for
complex congenital anomalies would produce good outcomes. In a survey of pedi-
atric urologists in the USA (but with only a 31% response rate), 81% felt that an
adult urologist with adolescent and pediatric training should take over long term
care and 45% had such an individual available in their practice. It is not mentioned
who the other 19% thought should care for them [28]!

In a patient survey in the Netherlands, 49% of potential transferees felt that they
could arrange their own adult care, but of these only 24% knew what care was
needed [19].

In an uncontrolled study 95% of patients thought that their attendance at a
Transition clinic had been helpful [29]. In another uncontrolled study of juvenile
diabetics the number of acute admissions was reduced by 23% in those who had
been through a formal transition process compared to those who had not [30].
Similar improvements have been found in other fields but there was no randomiza-
tion which immediately introduces a selection bias.
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It would be difficult to do a randomized controlled trial (RCT). Indeed the single
partly relevant RCT of a 2 day cognitive behavior program to prepare SB children
for transition, showed no difference compared to standard transfer, as measured by
instruments for skills, self-care and personal adjustment [31]!

As transition has become an accepted standard of care in pediatrics (even though
with inadequate provision) it would be ethically difficult to have an RCT where the
control group did not have it. At best, different transition programs could be tested.
Assuming a protocol for transition is established, compliance with it and establish-
ment in the adolescent clinic could be measured as a governance issue but would not
show whether it was beneficial. Re-attendance of patients in the pediatric unit after
transfer to adolescence would be a measure of failure and the reasons could be
investigated.

There are a few conditions where the main care is in adolescence, such as vari-
cocele and adolescent cancer. Level 1 evidence on their management really should
be available.

Most patients who arrive in urologic adolescent care are in a fairly stable state
having had reconstruction or other management as children. Reporting of the nor-
mal urological outcomes such as continence, stone clearance, relief of obstruction
etc. are important but they are measures of the success or failure of the pediatric
care. These data should be a guide to pediatric urologists who may change manage-
ment as a result. However, as the long-term results are only available 20 years or
more after the original treatment it is often found that management has been changed
before the outcomes were known.

Data of this kind, as well as unexpected outcomes, will only be available if the
patients are followed in dedicated units.

In groups of patients who appear to be stable at the beginning of adolescence, the
ability to maintain the status quo would be an appropriate outcome measure. For
example, 46% of patients entering adolescence with a glomerular filtration rate
below 60 mL/min/1.73 m? develop end stage renal failure within 5 years [32]. This
deterioration can be slowed or even halted, success in this domain is a good out-
come measure.

If it is accepted that the adolescent and adult patients should have the same holis-
tic care as they did in childhood, adult-type outcomes should be measured. Adults
are very concerned, amongst other things, with higher education, sexuality, fertility
and employment.

It could be said that success as an adult can be measured by their occupation.
Disability should not be a barrier to a successful life. A survey of patients with com-
plex urological anomalies from the UCLH Adolescent Clinic in 2010 showed that
34% were in the higher professions and 30% were in skilled or administrative jobs.
Only 8% were unemployed. Perhaps the most surprising figure from the survey was
that 10 of the 20 patients with neural tube defects were in a profession [33].

As it is accepted that children with complex congenital anomalies should be
looked after by pediatric specialists it seems logical that their care as adults should
also be with appropriate specialists. Their conditions do not become less complex
just because they have grown up.
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Joanna Begent, Jane Simpson, and Lara Gamper

Introduction

Adolescence is known to be a time of great change; from when a child starts puberty
to when they become and adult (from Latin adolescere, meaning “to grow up”).

The precise definition and timings of adolescence are contested and probably
differ for each young person as they have their own individual experience of this
challenging time full of ups and downs. For the majority, it will be a largely positive
time with more young people than ever contributing through volunteering and suc-
ceeding in education. However, it is also a time of immense change which can be
hard enough in itself without the additional impact of ill health.

It is known that ill health significantly affects progression through the key tasks
of adolescence—biological development (puberty), psychological development
(complex abstract thinking, personal identity, impulse control), social development
(emotional separation from parents, social autonomy, independence) and disruption
in these tasks due to other factors such as mental ill health can cause a multitude of
functional and physical problems.

Thus some awareness of these tasks and ability to spot problems with them is
crucial. We will consider means of communicating well with young people and tak-
ing a brief additional history to pick up relevant issues.

At this time, a young person’s brain is changing faster than any time other than
the first year of life—making them especially vulnerable. They may indulge in risk
taking behaviour, especially when in groups (peer pressure) but are also susceptible
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to new risks. Some issues that arise may expose them to child safeguarding con-
cerns as their vulnerabilities put them at risk of exploitation; not only sexually but
from gangs, extremists etc.

Young people may create a risk to each other and themselves particularly through
the use of the internet and social media—in many circumstances these are a won-
derful resource facilitating communication with young people and, in healthcare,
may help them understand and engage with treatment.

Adolescence can be a positive opportunity to transition young adults from paedi-
atric to adult health care—by treating them thoughtfully and respectfully the aim is
to truly engage young people in their health care. Developing their understanding of
what is happening around them, alongside what they want from a service (respect,
confidentiality, competence). In addition, the use of guidance and legal frameworks
in place to protect and support them during transition to adult services results in a
better experience, engagement and ultimately improved long term health outcomes.

Epidemiology

Data from the World Health Organisation show us that in 2012 adolescents have low
mortality rates compared to other age groups and this rate continues to decline
slowly. Across the world the main causes of death are trauma from road traffic acci-
dents, HIV (rates have more than tripled since 2000), suicide, lower respiratory tract
infections and interpersonal violence. Up to 35% of the global burden of disease
starts in adolescence with depression, trauma, iron deficiency anaemia, HIV and
suicide being the main cause of disability-adjusted life years lost in
10-19-year-olds.

Morbidity is a major public health priority for teenagers—many non-fatal dis-
eases and conditions develop during this time with implications for the life-long
health of the individual but also service provisions for the future. The most prevalent
conditions causing significant disability worldwide have demonstrated little change
from 2000 to 2012, and are consistent between low, middle and high income coun-
tries. Asthma, anxiety and back and neck pain feature for younger teenagers. In
older males, alcohol use is a significant concern. Whilst major issues for teenagers
include mental health and violence it is notable that they are not key health focuses.
However, good health during adolescence is critical for lifelong wellbeing and
investment in this age group has significant long-term benefits. Many of these health
issues originate in the first decade, so clearly the whole life course is important.
However, the transition from child to adulthood through adolescence and the impact
of the very apparent developmental process make it a vital time to impact life-long
health-related behaviours.

In the United Kingdom, 10-24-year-olds represent 20% (11.7 million) of the
population. One in five is from an ethnic minority. The majority of under 18s live at
home but greater numbers of 18—24-year-olds and beyond are living at home, caus-
ing a widening of the gap from physical maturity to financial independence (a pos-
tulated explanation for mental health and behavioural issues at this age).



3 Adolescence: An Overview 25

The UK has a significant number of young people who are asylum seekers,
homeless and looked after by the local authority who all have specific health care
needs requiring consideration. Most young people stay in education until they are
18. 6.5% of 16-18-year-olds are not in education, employment or training. Forty
percent of over-18s remain in education, unemployment for 18-24-year-olds is
decreasing but the instability of this employment may disadvantage them.

Twenty percent of 11-15-year-olds are obese, and teenagers usually consume far
over the recommended daily sugar intake—reduction in physical activity is seen
throughout this age group. However, rates of smoking, drinking and drug use in the
UK are all falling in this age group. At least a quarter of pupils in secondary school
report getting too little sleep. This is multifactorial, but the Smartphone is a key issue.

Our understanding of adverse childhood experiences including: living with
parental mental health issues, domestic violence, substance misuse etc has helped
build a picture of the impact of an adolescent’s day to day experience on their life-
long health outcomes. Young people living with low incomes are more likely to to
be obese and have poor mental health. There are higher rates of sexually transmitted
diseases and significant road traffic injuries in young people living in the most
deprived areas. Looked after children (cared for by the local authority), young car-
ers, children with learning disabilities and those from ethnic minorities or identify-
ing as LGBT all have worse health outcomes. These effects start in adolescence but
last throughout life [1].

Developmental Tasks of Adolescence

After the first year of life, adolescence is the time of greatest change for our bodies
and minds. We change from children to adults both physically and emotionally. The
psychological journey can be behaviourally challenging but may be widely influenced
by social determinants of health, vulnerabilities and resilience influenced by genetic
factors—our understanding of how these factors integrate is poor. Whilst we think of
the period of adolescent development from 10 to 19 years evidence from neuroscience
has shown that brain development goes on into the middle of the third decade.

Physical Development

The change from a child to an adult requires maturation of all the organs including
significant change in the brain. Externally—the reproductive organs change most
significantly. Population-wide the start of puberty has shifted to an earlier age (espe-
cially in association with obesity) but the end of puberty remains around the same.
There is large individual variability but girls start between 12 and 13 years and boys
between 13 and 14 years [2]. Thus in early adolescence girls with start their growth
spurt, which will come later for boys. Girls will start breast bud development and
pubic hair growth while boy’s testes grow first followed by genital development. By
mid-adolescence girls undergo menarche and develop an adult body shape with the
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associated fat deposition. Boys voices may ‘break’ and they start producing and
emitting sperm. By the end of puberty boys will have developed a more muscular
body shape and body hair.

Brain Development

One of the major developments in neuroscience over the last 20 years has been the
understanding of the remarkable rate of brain development (in both cortical and sub-
cortical structures) through adolescence [3]. The growth of the prefrontal cortex,
which controls executive functioning along with its connectivity to the limbic sys-
tem, improves enabling regulation of behaviour, emotion, reasoning, emotional intel-
ligence, perception of risk and reward. The exact inter-relationships between brain
changes seen on functional MRI and developmental changes are not fully understood
but it is recognized that this is a time of significant vulnerability for risk taking and
mental health issues when the emotional milieu of a young person is vital.

Cognitive and Behavioural Development

The way a young person thinks changes during adolescence as cognitive processing
progresses from concrete thinking to develop the ability to allow and manage
abstract thoughts, into complex thought processes. They learn from experience,
developing their moral and ethical code and way of thinking, the incorporate politi-
cal and religious ideology and learn to control impulses. The brain becomes more
efficient and able to adapt.

However, there are periods of impulsivity when young people may see them-
selves as ‘bullet proof’. These impulses lead to risk taking, especially when with
peers, as the ‘social brain” develops and young people learn to interact with others
independently [4]. This period can present challenges when managing health care,
requiring appropriate skill and resource to understand and manage this phase well—
embedding good life-long health care behaviours.

Emotional and Social Development

In early adolescence brain development and puberty start to impact on sexuality, as
sexual identity develops and sexual orientation matures, ultimately moving towards
finding a partner. Sense of self, separated from family begins to create a personal
identity and develop self-esteem as well as a move away from family, who whilst
remaining important, are joined by friends, peer groups and ultimately a partner as
key figures in young people’s lives. This may include a period of experimentation
with drugs and alcohol etc. This is at a time when they are also developing their
independence (including with their healthcare) and sense of responsibility and mov-
ing towards a vocation and financial independence.
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Communicating with Adolescents

Adolescence is a time when young people need to start taking control of their health
care and as a result their medical care team needs to shift away from a focus depen-
dent on communicating with parents and carers (adults) to communicating with the
young person. This should include written communication as well as in consultation
and indeed consideration must be given to using electronic communication as the
most effective means of communicating with young people.

Communicating with young people can be problematic. Initially focusing con-
versations on them with adults in the room but quickly moving to seeing them alone
for some of the consultation is crucial. This is an opportunity for them to develop
autonomy and their own voice as well as discuss private issues that are relevant. It
is important to reassure adults initially about the importance of this time, as this
separation for them if they have been caring for a chronically ill young person can
be challenging. Other members of staff can be used to help this process so a young
person and adults can be seen separately but at the same time [5].

Young people place great value on confidentiality. It is important to let under 18s
know that if they disclose any information that puts them or others at risk it will
need to be shared with their responsible adults but the exact nature of what is shared
may be negotiable (especially if 16—18 years). Generally, this does not reduce dis-
closure of important information.

Consultations for young people need time. A period of ‘problem free talk’ get-
ting to know a young person can be a great investment as they value people taking
an interest in them. Non-judgmental curious questioning to understand their views
and decisions are important, for example around medication. Assessing their under-
standing of their condition and what they have remembered from previous consulta-
tions provides a basis to start the consultation.

Proxy presentations (i.e., presenting with a simple problem when another issue
is paramount) are common in adolescent medicine and further questioning may be
needed—to ascertain the problem that is most worrying them. An additional adoles-
cent set of questions can be useful, including psychosocial questions checking
strengths as well as risks are vital to understand all the factors discussed throughout
the chapter that may be affecting a young person’s life causing risky behaviours, ill
health and impacting on chronic disease.

The ‘HEADS’ framework is helpful in exploring this history [6]. It can be cov-
ered quickly or explored in greater depth, it is a recognised psychosocial interview
framework that allows a better understanding of the young person’s situation and
what their specific needs may be.

e Home
Who is at home? How are they? what are your relationships like? What is home
like? Do you have responsibilities? (chores)

e Education/Employment
Are you in school? Employment? How is it going? What do you enjoy? What is
your attendance like? Are you doing exams? What are your plans for the future?
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e Activities
What do enjoy doing? How do you spend your time? Do you do any sport? Tell
me about your friends? Do you go out much?

e Drugs
Smoking/Alcohol/Drugs? Amounts? How do you pay for it?

e Driving
At 16 if disabled

e Diet
What is your diet like? Do you ever restrict or binge eat? Or vomit? Do you drink
caffeine/enough water?

e Sexuality
Do you have a partner? Have you had one previously? Was it a boy or a girl?
Have you been sexually active? Did you use contraception and protection?

e Sleep
Do you get enough sleep?

e Screen time
How many hours? What type/sites/apps? Any cyberbullying? Addictive behav-
iours? At night?

e Suicidal ideation
Depression, anxiety, a more detailed history may be important.

e Safety
Do you ever feel at risk of violence? If so from where?

For some of these questions it can be helpful to start in an abstract manner before
asking personally about the issue for example:

Around your age people sometimes start doing drugs, is this happening in your school?
How about your friends? Have you ever tried any drugs? Which ones? How often? How did
you find it?

By normalizing the behaviour, it can feel less judgmental.

When examining a young person, it is important to ensure they understand why
this is important and to give them some control over how it happens. Would they
like a doctor of the same sex (if possible)? Would they like their adult/friend with
them? A chaperone is essential. Ensuring the minimal amount of their body is
exposed is good practice.

Using straight forward, developmentally appropriately language (both verbally
and in correspondence) is essential and checking back that the young person has
fully understood both their diagnosis and treatment plan will increase adherence. It
is normal for young people to be ambivalent and it may take a few sessions to estab-
lish trust so consistency where possible is important.

When young people are taking control of their own treatment it is also important
to ensure there is agreement on taking medication or engaging in therapy. Some
open questions such as ‘most people struggle to take all their medication; how do
you manage?’ may lead to a more honest response. Understanding their motivation
for taking a certain medication or their beliefs as to why they did not may help
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problem solving and explaining additional benefits, e.g., ‘once you are well you will
go into puberty.” It is vital to plan what is realistic with the young person and think
about strategies to help them for example thinking through the practicalities of their
day such as school. Approaches such as ‘with teeth brushing’ rather than twice a
day, alarms on mobile phones and smaller more discrete devices for school may all
help. It is helpful to understand from the young person what has helped them before
and repeat it.

Health Problems in Adolescence

Adolescence is generally a time of good health however 10% of 10-24-year-olds
have a disability that permanently affects their life and nearly 1 in 4 11-15 year olds
have a long term illness or disability. It remains unusual for young people to die but
the main causes of death, preventable injury and suicide are usually avoidable.
Deaths from cancer are falling more slowly in this than other age groups.

The diagnoses of asthma and type 1 diabetes mellitus are most commonly made
in teenagers. Prevalence of autoimmune conditions increases at puberty these
include inflammatory bowel disease and inflammatory arthritis, age specific types
of epilepsy emerge and migraine becomes more common especially in girls. The
growth spurt of puberty leads to musculoskeletal pain and pain syndromes which
can be challenging to manage.

Teenage pregnancy rates have fallen in the UK but remain relatively high for
Europe. Between 15 and 24 there are higher rates of sexually transmitted disease
than in any other age group, chlamydia being the most common.

The majority of young people report high or very high satisfaction with life.
However, 50% of lifetime mental health disorders have started by age 14, and 75%
by 24 years. Self-harm and eating disorders peak aged 15 years, hospitalisation is
more common in girls; concerningly 25% of 16-24-year-old women show signs of
anxiety or depression. Whilst 10% of this age group have significant mental health
problems, only a small proportion of this number will receive support from mental
health services.

Young people are significant users of health services with at least half visiting
their general practitioner and a third attending the emergency department every
year.

Education is a key determinant of long-term health, it appears engagement with
secondary education improves mortality, mental health, fertility and reduces sexu-
ally transmitted diseases.

Chronic illness and biopsychosocial development are reciprocally affected dur-
ing adolescence. Chronic illness can physically interrupt progress through puberty,
affect growth (both height, weight and bone density) and have profound effects on
body image and sexualisation. It also affects social development as a young person
creating a more dependent relationship with their parents/carer and thus a patient
struggles to gain autonomy. This in turn will impact on development of friendships,
relationships, establishing independence and progression towards a vocation.
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Adolescent development may have a deleterious effect on chronic disease man-
agement. The metabolic demands of puberty can affect diabetes management (due
to increased growth hormone) and any condition where eating is a challenge. As
young people go through the psychological changes of adolescence their disease
management is often compromised with poor planning, ‘bullet-proof’ thinking, lack
of adherence and rejection of the medical profession. Young people with chronic
disease are more likely to indulge in risk taking behaviours and a chaotic life style
which may compound poor disease management further.

Good disease management is key to progression through puberty as is addressing
nutritional issues efficiently. Management of this challenging time may require a
wider multidisciplinary team including mental health support (for the young person
and family), social work input, dietetics and potentially a co-ordinating adolescent
specialist. Endocrine input may be beneficial to oversee pubertal progression.

Safeguarding Adolescents

Adolescents are vulnerable, in many ways, throughout this complex period of life.
Chronic illness compounds this vulnerability compounding low self-esteem, affect-
ing peer support and increasing a tendency for risk taking and exploitation.
Safeguarding is everybody’s responsibility but ensuring the safeguarding needs of
this group is considered is a key role of their clinical team. Self-reported data from
2009 suggest that 18.6% of 11-17-year-olds have been the victim of some kind of
severe maltreatment [7].

Young people are at risk from physical violence in the home from parents and
siblings, within sexual relationships (domestic violence), and in the community
with the prevalence of gang violence being widely reported. Unusual bruising and
injuries should always be recorded and questioned—the medical consultation
maybe a young person’s key moment to disclose if asked sensitively. Complex
issues such as honour violence must be considered.

Up to 15% of young people report neglect. This often starts as young people
move to secondary school and develop more independence. Whilst they are more
practically independent the need for emotional support, boundaries and guidance
remains crucial, especially if they are living with a chronic condition. This emo-
tional maltreatment (abuse or neglect) can have life-long consequences on disease
management, mental health, socialisation and lead to addiction. Emotional abuse
maybe more specific and is more common in young people with chronic disability
or illness. As the young person is part of the community this may come from peers
and on line as well as from within the home. Issues such as trafficking and radicali-
sation must also be considered.

Since 2012 there has been a doubling of sexual offences against children under
18. Twenty-four percent of 10—18-year-olds have been contacted by an adult they do
not know on-line; more than one in seven children aged 11-18 (15%) have been
asked to send sexual messages or images of themselves. Many serious sexual
assaults continue to be intra-familial but there has been an escalation of peer on peer
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abuse, including cyberbullying and ‘sexting’. The peak age for child sexual exploi-
tation is 15 years old. Disclosure is rare but clues such as STIs, school absence,
behavioural change and altered appearance may cause alert. The nature of relation-
ships with unknown adults accompanying a young person should always be ques-
tioned. Sexual abuse and exploitation commonly cause a deterioration in mental
health. In the UK health care professionals have a mandatory duty to report any
suspicion that female genital mutilation is going to be or has been performed.

One of the most complex forms of abuse is factitious and induced illness. In
young people with pre-existing health issues this can be additionally complicated. It
is very unusual to see symptoms that are genuinely fabricated however exaggeration
and misinterpretation of symptoms is more common and particularly challenging to
unravel as the team is trying to help a young person develop an understanding of
their illness and an independence from their parents. Addressing such issues early
and with the support of a multidisciplinary team which may include social care and
mental health support may be necessary.

Management of safeguarding issues in teenagers follows similar principles to
younger children but is additionally complicated by their involvement in the pro-
cess, as they get older they have a right to be involved in discussion about their
safety and wellbeing. The range of potential perpetrators is wider. A young person
who is scared may present with aggressive challenging behaviour or alternatively be
very withdrawn. A comprehensive history, taken with the young person alone, a full
examination and tools such as chronologies to determine the long-term impact of
the abuse may be helpful. Whilst child protection legislation ends at 18 years of age,
the effects of maltreatment can be felt into ‘legal’ adulthood and adult safeguarding
processes can always be used. A multidisciplinary approach is usually needed [8, 9].

Legal and Ethical Issues

Adolescence is often a tricky time for those going through it, but can also prove
challenging for doctors, particularly from a legal and ethical perspective. Consider
the 4 year old girl brought by her parents because of abdominal pain. Her history
will be openly discussed in the consultation; she will be examined even if she
doesn’t want to be; bloods tests will be performed despite the tears; and if she needs
an operation, her mother or father will be asked to give consent.

But what if she is 14 years old? What then?

Adolescence describes the period during which an individual makes the gradual
transition from childhood to adulthood. It is not a legal term, therefore its meaning,
and in particular the age range to which it applies, varies widely.

The WHO classifies adolescents as young people between the ages of 10 and
19 years [10], but for legal purposes, adulthood in the UK usually starts at 18 years
of age. This is in keeping with guidance from the UN [11] which defines a child as
everyone below the age of 18 unless specific laws have granted majority below this
age. In the UK there are a number of laws which specify age limits under different
circumstances. So, for the purposes of child protection, a child is anyone under
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18 years of age, whereas the age of consent (the legal age to have sex) is 16 and the
age of criminal responsibility is 10.

Doctors caring for young people must be aware of the legal framework that sup-
ports their practice, in particular with regards to consent and confidentiality.

When can a young person give consent?

In most cases, a doctor must obtain consent before treating a patient. For this
consent to be valid, the individual consenting must have all the relevant information,
have the capacity to make an informed decision, and be free from coercion.

Young people aged 18 and above are legally adults and are therefore assumed to have
the capacity to make their own decisions about medical treatment. No-one else can
therefore make these decisions unless it can be demonstrated that the person lacks
capacity. This might be because of serious physical or mental illness. Treatment can then
be provided if necessary and considered in the individual’s ‘best interests’, or if agreed
to by a previously nominated decision-maker or under mental health legislation.

Young people aged 16 and 17 years are also considered to have the capacity to
consent for medical treatment, unless there are other factors affecting their capacity,
such as a mental health problem.

Children below the age of 16 years can give consent if they are deemed ‘Gillick
competent’, in reference to a case brought by Victoria Gillick, a mother of five
daughters, over the legality of providing them with contraception under 16 without
her knowledge [12]. The eventual House of Lord’s judgement is specific to contra-
ceptive advice or treatment for under 16s (the Fraser guidelines), but the name has
been applied more widely to refer to the assessment of a young person’s capacity to
consent to all medical care. This capacity to consent will depend on the young per-
son’s emotional and intellectual maturity, and the nature of the treatment to which
they are consenting.

If a child is judged not to have capacity, then consent should be sought from a
person with parental responsibility (PR). This will be the mother and usually the
father if he is married to the mother or was named on the birth certificate (for further
information on PR see Box 3.1).

Box 3.1 Parental Responsibility (PR)

PR describes the legal rights and responsibilities of a parent, which include
the basic provision of a home to choosing their education to ensuring their
protection. Mothers automatically have PR for their children from birth whilst
fathers will have PR if married to the mother, or listed on the birth certificate,
or through a specific PR agreement with the mother or a PR order from
the court. Same sex partners will both have PR if they were civil partners
at the time of treatment, or if they have a PR agreement or jointly registered
the birth. PR is shared with the local authority if the child is under a care
order. PR can only be removed from the birth mother when a child is adopted.

For more information see https://www.gov.uk/parental-rights-responsibilities
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However, for children and young people under 18 years, refusing treatment is
different to consenting to treatment. Whilst the decision of a young person with
capacity cannot be overridden by their parents, in the case of life-saving treatment,
an application can be made to the court to make a decision in the young person’s
best interests. The court has the power to override the decisions of both the parents
and a young person with capacity.

Occasionally, providing treatment to a young person might require their
restraint. For children under 16 years who lack capacity, restraint is lawful
given parental consent, provided that it is necessary to provide clinical care,
proportionate and involves the least restrictive measures possible. For young
people aged 16 and 17 years who lack capacity, guidance on restraint is pro-
vided by the mental capacity act 2005 [13] which states that a young person
can be restrained if it is reasonably believed to be necessary to prevent harm to
the individual being restrained. Again, it must be proportionate and involve the
least restrictive measures. A child with capacity may also be restrained if the
treatment being provided is immediately life-saving or if their capacity may be
temporarily suspended due to fear or distress, and their parents have provided
consent. Physical restraint is also legally justified if it is required to prevent
self-injury, significant injury to staff or others, serious damage to property or
an offence from being committed.

A child or young person of any age may be detained under the Mental Health Act
1983 to enable treatment of their mental illness, or manifestations of that illness,
such as administering NAC in the case of paracetamol overdose.

Further information can be found at Child Law Advice [14].

What Are the Rules Around Confidentiality?

Confidentiality is a fundamental principle of medical care and underpins the
trust which is essential for the doctor-patient relationship. Doctors have a duty
of confidentiality towards their patients, which is the same for children and
young people as it is for adults. This means that young people have the right to
have their personal information remain confidential unless they give consent or
there is a legal justification for its disclosure, such as in the context of child
protection or in the prevention of a serious crime. For the purposes of providing
direct care or local clinical audit, implicit consent can be assumed provided
certain criteria are met, such as the young person is aware of how their personal
information might be used within the clinical team. Without a legal justifica-
tion, information sharing for all other purposes requires explicit consent, from
either the young person with capacity or an individual with parental responsi-
bility if the child lacks capacity. A parent may only see their child’s health
records if it is in the child’s best interests and the child has consented or lacks
capacity to consent. More information can be found on the General Medical
Council website [15].
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Transition

It is inevitable that young people will need to progress through paediatric services
to adult carers. This can be challenging as paediatric services often see patients
more frequently and have easy access, adult services are more likely to expect
patients to function independently between less frequent and maybe less well coor-
dinated appointments. The management of this process of transition is crucial to
ensure ongoing engagement in their healthcare with good long-term outcomes.
Discussion about transition should start at an early age. The paediatric team
should prepare the young person to have more responsibility for their condition,
seeing them alone and directing the consultation to them, asking them to explain
plans to their parents/carers etc. Exact timings will depend on the young person’s
developmental readiness rather than rigid timings dictated by the service. Ideal
times may include coinciding with other transitions such as move to higher educa-
tion, however it is evidently less likely to work well during a flare of illness.
Information about the transfer process should be given to the young person and
adults with time to discuss and question. The anxieties of adults can provide a signifi-
cant barrier to successful transition. A GP may be another important resource as a
more robust relationship with them may become necessary. Joint creation of a ‘pass-
port’ documenting a young person’s health, history, likes and dislikes etc can be an
empowering tool for them and useful for future services as well as in emergencies.
There are different models of transition depending on the condition and available
resources. Direct transfer from paediatric to adult care should involve prior visits to
the adult clinic and ideally joint appointments with both teams to transfer care. An
adolescent/young people’s service that bridges this age group and runs for several
years with paediatric and adolescent teams working together is an excellent model.
Key staff should be identified to support young people through this process, a clini-
cal nurse specialist is ideal.
Guidance has been published to make services young people friendly — these
discuss environment, methods of communication, accessibility, staff training etc.
The involvement of young people is vital in designing any service for them [16, 17].

In Summary

* Adolescence is a time of rapid brain and body growth with psychosocial devel-
opment as a child becomes an adult.

* Communicating with teenagers requires time and thought, an additional psycho-
social history is important to understand the interaction between adolescent
development and their health condition.

* There are many diseases that start in adolescence including most mental health
issues. However, teenagers can have paediatric and adult conditions.

e Safeguarding teenagers is vital as they are exposed to, and often take, many new
risks and are especially vulnerable to neglect.
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Issues of consent and confidentiality in young people can be complex but there
is clear guidance.

Supporting young people as they transition from paediatric to adult services
improves long term health outcomes.

With thanks to Dr. Terry Segal for her input and support.
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Overview

The landscape of transition is complex and variable. There is variability at the level
of individuals (whose transition needs may be quite different), at the level of service
provision, and in the type of health and social care system. The ability to understand
and measure these variables in the process of transition, and how that may relate to
the outcome for individuals is important. Such metrics will begin to inform how
best to tackle complexity and variation in all these areas. The direction of travel for
many adults with long term childhood conditions is largely unknown.

The evidence base for current practice is weak but growing. Guidance needs to
be widely applicable—to support a range of individual conditions and circum-
stances without being so vague as to be unhelpful. Key to informing guidance are
outcomes reported by service users (whether patients, their families or others). We
must remember that transition from paediatric to adult care needs to include health
and social care, psychosocial development, and education. Trying to find a way of
measuring process and outcomes will guide the further development of transition
planning.
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Transition: The Period Between Two Inconsistently
Defined Times

Transition between childhood and adulthood is a somewhat arbitrary period since,
as already described (see Chap. 3), development is variable. This is even more so
when children have developmental delay or conditions that impact on their physi-
cal or psychosocial development. Most healthcare systems have drawn an arbitrary
distinction between healthcare in children and healthcare in adults; these have
become divergent as sub-specialization has evolved. The law, likewise recognizes
a distinction on the basis of age, and transition between, for example social care
infrastructure between childhood and adulthood, can be enshrined in law—in the
UK, the Children and Families Act 2014 [1]. The same caveats in terms of develop-
ment apply in these situations. It is worth reiterating again that transition repre-
sents a process over time rather than a discrete event. Transfer is one event within
this process.

The Challenge of Guidelines and Metrics for Transition

An increasing number of children with long term conditions will live into adult-
hood—their life expectancy continues to rise. There are numerous examples—
including cystic fibrosis [2, 3], organ transplantation [4, 5], spina bifida [6, 7]. There
are many factors that have led to these improvements. Poor or lacking transition
appears to increase the risk for a child disengaging with or becoming lost to health-
care. This, coupled with the ‘effect’ of adolescence creates a considerable chal-
lenge. Accounting for this in any metric is complex.

As an exemplar, the creation of selection criteria for and against early operative
intervention dramatically improved survival beyond the newborn period for spina
bifida infants, in the era before antenatal diagnosis [8]. Improvements in surveil-
lance, multidisciplinary care (including orthopedic, neurosurgical, urological)
incorporating therapists, orthotics and aggressive treatment of complications (e.g.
urinary infection) has led to improve care. The characterisation of ‘hostile’ urinary
tracts [9] allowed drainage strategies to be applied—such as intermittent bladder
catheterization [10]. Surveillance imaging and functional testing have allowed renal
function to be accurately monitored. Contemporary assessments have suggested the
incidence of renal failure in conditions with neurogenic urinary tracts has decreased
to single figure percentages [11].

From the example above, it is clear that a number of transitions will have taken
place in any individual’s life up to the point at which they reach their 20s, namely—
the transition into primary education, into secondary education, puberty, transition
into adulthood (from a legal as well as healthcare perspective), higher education and
employment. Each of these may influence the next stage, and the long-term outlook.
The multifactorial nature of this makes it difficult to study—a randomized study
would be unethical and impossible, comparison with historical cohorts would be
skewed and of little or no value.
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This makes useful guidance very difficult to generate. The risk is that a myriad
of guidelines ensue to deal with specific conditions and/or different healthcare sys-
tems. A generic guideline runs the risk of being so general that it becomes vague
and unhelpful. Disease-specific or specialty-specific guidance runs the risk of being
so limited that it cannot be transferred, and the transition of individuals with multi-
ple system problems becomes impossible to manage effectively.

Guidelines

The purpose of guidelines, in any health or social care sphere, is to provide a stan-
dard of care, ensuring equitable provision in any setting. Guidelines inform good
practice, and provide a benchmark against which to measure outcomes. A further
aspiration is to minimise any differences in care as a consequence of geography—
the so-called ‘postcode lottery’. The myriad of chronic conditions with improving
survival some of which were referred to above, as well as increasing numbers of
young people with multisystem disease, have led to a need for more general guid-
ance to be available for both health and social care.

There have been a number of guidance documents generated nationally and
internationally since the recognition in published literature of the need to assess and
guide the transition process for young people. Interestingly the focus on education
and psychosocial development is a significant feature [12—-14]. It is worthy of note
that the age at which transition was proposed is higher than might have been
expected—at 17-20 years [13] but with subsequent recognition that planning and
preparation should be undertaken earlier [14].

In the 1990s a study in the UK [15] recognized a number of gaps not mandated
by legislation. These included

e multi-system problems cannot be catered for within a single service,
* transfer should be flexible and

e some specific conditions fared less well—cerebral palsy in particular.

The latter point represented an unintended consequence of legislation.

NICE Guidance

The UK’s National Institute for Health and Care Excellence (NICE) has generated
evidence-based guidance on a plethora of issues since its inception in 1999, with a
rigorous approach to gathering and synthesizing evidence, stakeholder involvement
(including patient and carer) and expert consensus.

The assent of the Children and Families Act in UK law in 2014 saw transition
planning for those youngsters with an Education and Health Care plan (EHC) man-
dated at the age of 13—14. This was the basis of setting the time for transition plan-
ning from paediatric to adult healthcare within NICE guidance [16].
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Elements of NICE Guidance

The guideline development group found the overall evidence base to be poor over-
all. Perhaps as predicted there is a lack of rigorous quantitative research powered
adequately to describe different outcomes (see Table 4.1).

It is clear that these factors can be documented, measured and audited [17]—pro-

viding the foundations of metrics to plan transition in an overarching way.

Table 4.1 Some of the highlights of NICE guidance, as a foundation to plan a service

Person-centered

Moving away from the family centered approach for
pediatric care

Strength based

Rather than based on a ‘problem list” that highlighted
deficiencies or weaknesses

Developmentally appropriate

Recognition of wide variance in the scope of a
patient’s readiness and/or ability. For example,
transition planning processes must cater both

for the young person going to university with
insulin-dependent diabetes, as well as the young
person with profound developmental delay requiring
round-the-clock care

Named worker

Each young person must have a key person to
coordinate transition and be a first point of contact.
This may be a doctor, nurse, social worker or any other
nominee

Involvement of parents and carers

According to the wishes of the young person and their
developmental needs

Peer and mentor support

Potential for involvement with youth services, social
media and special events

Advocates

May be any of, or a combination of individuals above,
or another

The use of mobile technology

Reflecting increasing use in this population—for
organization (e.g. SMS based reminders for hospital
appointments) and information

Documents for support

Formal documentation of transition plans and process,
to include patient-held summary of care. ‘Ready Steady
Go’ program commended (see below)

Strategies for non-engagement

In healthcare to ensure consistent appointments with an
individual, and to ensure communication without loss to
follow-up

Ownership of responsibility for
guidance implementation

Falls to institutional executive committee and
management, not just individual clinicians—that is, to
name a champion to oversee strategy

Gaps in service

These need to be identified and addressed at
institutional levels

Review of transition planning

On at least an annual basis (and may be more frequent
if required)
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Cross-Cutting Metrics for Transition: Making
the Important Measurable

Measurable outcomes (i.e., metrics) seem to be very heterogeneous. As described
below, individual disease-related, or treatment-related outcomes are necessarily
specific, but NICE guidance provides a set of metrics reflecting cross-cutting themes
in transition for paediatric to adult care. Consequent to the NICE guidance was the
development of quality standards to measure aspects of the process of transition
[18], namely:

1. Planning of transition to commence by age 13—14 years—or as soon as possible
thereafter if the individual entered a care system later

. A documented annual meeting to review planning

. A named worker

. Evidence of a meeting with a defined adult practitioner

. Engagement/non-engagement with services and strategies

[ I SIS S

In addition, gap analyses of service provision are measurable entities. The
Sheffield study [15] proposed that transition plans must reflect service availability.
The subsequent approach of the NICE guidelines was to propose assessing the gap
in provision. This addresses some of the concerns about groups of young people
who had been identified as being served poorly [16]—such as those with cerebral
palsy, neurodevelopmental delay, challenging behaviours and those with a need for
palliative care support.

The supporting documentation suggested for use by young people in transition
allows an additional opportunity to assess transition readiness in a semi-quantitative
way. In the UK and internationally, the ‘Ready, Steady, Go’ programme [19] (and
‘Hello’ when transferred to adult services) has an increasing uptake of use, and
consequently is evolving an evidence base [20].

Disease-Specific Metrics

To reiterate, it is evident that metrics can be highly condition-specific—for example
organ transplant rejection rates, glycosylated hemoglobin fraction in diabetes, or
echocardiogram parameters in heart disease. Disease specific metrics may allow
one to measure the adequacy or effectiveness of a transition process for a particular
disease as surrogate markers—this would suggest an improvement in disease or
treatment specific outcomes. For example, in patients with neurogenic bladder sec-
ondary to spinal dysraphism, a ‘panel” of outcomes might be: estimated glomerular
filtration rate (eGFR), upper tract appearance on ultrasound, urinary tract infection
(UTI) frequency, and use of additional appliances for continence (e.g. pads). A good
transition process should support a young person such that their adherence with
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treatment remains steady or even improves. In the absence of a new insult, estimated
glomerular filtration rate (¢eGFR), appearance of the pelvicalyceal systems and fre-
quency of UTIs should remain stable throughout transition. These specific metrics
may be used for individual patients in a cohort i.e. to look at patient-level outcomes
of a particular service.

Two studies previously mentioned are revealing examples of the importance of
measurement, support of young people, coordinated transition and supporting docu-
mentation during transition. Graft failure during transition of kidney transplant
patients has been observed to be a concern [4, 5]. In the latter study, the graft loss
rate fell dramatically during the period of observation with supported transition.
Importantly the higher rates of graft loss were in historical cohorts, and therefore
will likely have been multifactorial. Nonetheless the drop in graft failure is
impressive.

Each clinician should think carefully about which disease-specific measures
could be utilized in their own, and institutional practice, applied specifically to the
transition process. These may now be set in the context of the general requirements
of a transition process as defined by the NICE guidance.

Planning for Services

Information about transition continues to evolve for all services. Some have devel-
oped requirements and service planning for particular conditions, or groups of
patients (e.g. cardiology, rheumatology, gastroenterological or hepatological dis-
ease) [21]. There are some conditions where there is a clear adult team to care for a
patient and therefore a diabetic or asthmatic youngster will pass from the pediatric
team to their respective adult equivalent. This requires engagement in transition and
a specific accommodation within an existing service. The bigger challenge may
come when there is no specific adult service for some conditions, especially if they
are rare and/or complex—e.g., there is no ready-made adult urological service to
deal with conditions such as the bladder exstrophy—epispadias complex.

There is a range of challenges in the group of patients with complex conditions.
Many conditions are rare, treatment is bespoke and the understanding of long-term
outcomes is still developing. Pediatric care is highly specialized and still developing.
Adult care needs to mirror that and although there are differences in service design
the level of care needs to be as good and as expert. These conditions will require
multidisciplinary care—for example the VACTERL association (an association of
vertebral, anorectal cardiac, tracheo-oesophageal, renal and limb anomalies) will
require the input of thoracic surgery, general surgery, neurosurgery, orthopedics,
respiratory medicine, cardiology/cardiac surgery, nephrology, urology along with
other allied professionals (such as orthotics, physiotherapy) and psychology. The
contribution of both pediatric and adult carers to shared meetings is required in order
to develop a better understanding of the condition, the treatment and long-term out-
comes. Registries for rare diseases may have an important role to play in amalgamat-
ing knowledge. Developing services need to accommodate these elements.
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One UK paediatric surgical study showed that an increasing number of children
with such conditions are needing care in adult life—highlighting the need for an
infrastructure (including transition) to provide this care [22].

A questionnaire study of patients with esophageal atresia (unpublished but pre-
sented [23]) revealed that only a minority (18%) had positive views on their transi-
tion. The patient views were that their preferred transition care model was a
combined adult and pediatric ‘transition clinic’. There are, however, other models of
transition which may be more appropriate for specific local settings or conditions
and there is some evidence for the utility of other models [24].

The ‘transition clinic” with both adult and paediatric practitioners co-located is
very common but there may be local constraints that mandate local solutions. For
example would this be situated in a dedicated children’s hospital or in the adult unit?
Many local and logistic factors will influence the way a particular transition service
develops. There is no ‘right” model. Patient-related experience measures (PREMS)
as well as outcome measures (PROMS) may help with service development.

Other disease-specific ‘known unknowns’ may play a part in planning services
and the infrastructure needed to support those services. For example, ageing in the
setting of a congenital disease [25] where the long-term outcomes are simply unpre-
dictable, long term fertility issues after the treatment of childhood cancer, or after
extensive pelvic surgery, long term malignancy risks, and heritability of disease or
disease-modifying factors. The incidence of these problems will only be understood
as we care for more of these patients in the long-term.

A further consideration is which elements of care can be delivered locally and
which will need a specialist center. One aim of standardizing care with the develop-
ment of guidelines is to allow uniform standard of care irrespective of the environ-
ment. The assumption of this is the availability of expertise in a local healthcare
setting. The reality is that some conditions are rare and expertise can only develop
in a centre where a high volume of patients can be seen and treated. This is exempli-
fied by the contrast between adult care for Barrett’s esophagus and cloacal anoma-
lies. In adults found to have had Barrett’s in childhood care can be delivered within
the majority of gastrointestinal units. The management of long-term concerns in an
adult having had a cloacal anomaly, will require multidisciplinary input. In condi-
tions which have already been designated as ‘centralised’ in childhood (for example
the exstrophy/epispadias complex), expertise in adult follow up will grow up around
the children’s specialist centers—in order to maintain a high volume unit in
adulthood.

Commissioning

NICE guidelines signpost some issues—in particular, gap analysis—and the mea-
surable responsibilities of individuals within organisations for the provision of com-
missioning and management of services.

In privately funded, or insurance-based systems there are different challenges for
funding services compared with a nationally funded service. It is clear that a ‘one
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size fits all” approach will not work. Legislation will help highlight some groups but
must be carefully designed to avoid unintentionally excluding others as previously
exemplified (e.g., cerebral palsy services in adulthood).

As yet, there is no specific process for commissioning transition services. In an
interview study [26] common themes were clear as necessary for transition: these
included both personalized (i.e., person-centered) and broadly focused themes. The
authors of the study highlighted the need for a core set of transition outcomes. The
complexity and variability in addressing these is a concern. The NICE Quality
Standards [18] go some way to addressing measurable indices but more will emerge.

Conclusion

Transition care is complex—providing comparable standards in wide-ranging
healthcare systems and patient groups is a significant challenge. The growing rec-
ognition of the need for structured and robust transition has led to the development
of transition principles for the UK, in the form of NICE guidelines. These provide
some measurable outcomes, which must co-exist with condition-specific metrics.
Enmeshing these principles and assessments of transition into current practice is
important for continued development and success. Development is the shared
responsibility of clinicians, managers and commissioners alike—and patients need
to kept at the center of this and ideally part of that process. Established guidance
gives a foundation for planning and building services for the future.

Declaration Both ARW and ARJ have had formal roles with NICE relating to transition. ARW is
a current member of a NICE standing committee.
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Dan Wood

Introduction

There are many aspects to patient care, but continuity sits at the heart of them all.
Many of the chapters in this book discuss the challenges of caring for patients who
have complex healthcare needs. Experience tells us that there is a very important
relationship that forms between the patient, their family and the paediatric health-
care team. The knowledge of the patient’s condition and the complete understand-
ing of treatment delivered is, clearly, very important in this. When a patient moves
from paediatric care in to an adult environment, they will set their standards based
on experiences so far. In short, they (not unreasonably) will expect the same stan-
dard of care.

With the above in mind there are two important points. The first, each profes-
sional that undertakes this work in adolescence and adulthood has to ensure they are
well trained. This includes a complete understanding of the paediatric conditions
that will come under their care. It is also important that they understand the treat-
ment delivered in paediatric care. This allows explanation to patients about what
they have and has happened to them—when they ask questions in later life. If there
is to be a long-term healthcare relationship these elements are essential to success.
These patients and their parents are usually expert in their condition and their treat-
ment—and if they are not, they are certainly very well acquainted with the medical
profession and how it has managed them, so far. They will quickly compare a new
carer with their previous experiences—if the new team appears to fall short, it will
be very difficult to gain trust going forward.
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The second component is that the information given is accurate and reliably
transferred from the previous team to the new team. This chapter aims to examine
the importance of this, potential methods of transfer and some of the challenges in
data transfer.

Patient Role

At the core of transition is the development of the patient’s own ability to contribute
an increasing role and responsibility in their own healthcare. As their own under-
standing of what has happened to them grows their role in communicating informa-
tion to doctors both present and future expands alongside this. The purpose is not to
suggest that a patient becomes responsible for all medical information, but their
position is greatly empowered the more information they have and the better they
learn to use it.

Many of us working in fields that require transition have encountered patients
with a rare diagnosis or specialist forms of treatment. These may be much less
familiar to healthcare professionals outside of specialist centres. There are three
ways patients can help with their own healthcare in this setting, on understanding
that a doctor does not know about their condition—the patient can become their
own expert and explain what they have and (if possible) how the current problem
has been managed before. Most sensible professionals will respond positively to
this and at least use the information given to support their own enquiries. The
second way is to bring written information with them when meeting a new health-
care professional. This might be hospital letters, their own summary report, a
health passport (where they exist), some form of electronic record—or a combina-
tion of the above. The third, most common, way is for the patient to direct the
doctor—either to their own (existing) healthcare team or to other electronic
resources that offer information about their diagnosis or care. We have all listened
to anecdotes where this has not gone well—often (from a patient perspective)
because a doctor has appeared not to listen or to be reluctant to take on board the
guidance that is being offered. This creates friction, a loss of trust and the relation-
ship quickly deteriorates. The converse is also true—I have encountered very
good doctors who have tried to treat such complex patients, but they are met with
a wall of resistance often on grounds that are unreasonable, e.g., their own doctor
not being available (during weekends, leave, etc.) or not agreeing with a diagnosis
despite good evidence for it. It goes without saying that when patients are reacting
in such a way the doctor has to do their best to establish why and to try and sup-
port the patient—after all, they are the professional and this is their job. Patients
may be unwell and frightened and therefore less able to manage themselves than
normal. Perspective is very important as both sides can get it wrong—the impor-
tance is to maintain an open mind—this is the probably the easiest path to the best
outcome.
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Health Passport

There have been many examples and attempts to achieve this and it meets with
vocal enthusiasm when suggested. There is even an example using the acronym
HEALTH (Helping Everyone Achieve Long Term Health; https://www.nice.org.uk/
sharedlearning/the-health-passport-helping-everyone-achieve-long-term-health).

Despite apparent enthusiasm, this has not yet gained widespread adoption or
acceptance. Some healthcare systems in Europe have adopted a ‘smartcard’
which can be inserted into a computer—allowing immediate access to a
patient’s records.

There are a range of potential opportunities for a health passport. The most obvi-
ous is the portability of information—allowing a patient to carry their own record
with them. This means whoever sees them will have immediate access to their medi-
cal charts. It also allows the healthcare team currently seeing the patient to contact
other teams involved either historic or present day.

Above and beyond historic medical information the ideal passport will allow the
patient to interact with it. During the approach to transition part of the preparation
could be staged. First, for the parent to agree with their child questions that might
be asked at an upcoming appointment. As the child understands this and develops—
they may begin to discuss things with their parents and then write their own ques-
tions in the passport—the development to them raising their own concerns and
asking their own questions would ideally follow, with the passport playing a part in
that process.

There have been attempts to produce electronic applications (apps) to facilitate
information transfer between patients and their healthcare teams. Assuming the
technology exists to allow this and maintain the security of patient data and thus
strict confidentiality—this may be a very good way to facilitate immediate com-
munication with a patient’s medical team. These avenues will, no doubt develop.
This appears to create an excellent resource for patients—with the intention of
obtaining immediate advice and potential treatment advice. Indeed, as I write this
chapter it is likely that this aspect will become outdated almost as soon as I finish
this sentence!

Whilst electronic communication is an excellent ideal it opens a healthcare team
up to a much wider pool of potential enquiries in the front line of healthcare. In
order to fulfill the expectations of patients that will, in turn, become more immedi-
ate and the healthcare team must be adequately resourced. There are two fundamen-
tal aspects—the first centres on personnel, how different health systems deliver such
a service will vary. The development of technology to bring the patient closer to
healthcare is, almost certainly, inevitable. There must be staff availability and train-
ing to take on this work—a range of models could be designed—and additional staff
time may be required. Systems may, for instance, decide to allocate specific times
of the day or week for answering or responding to enquiries through these means—
even then they have to ensure there is specific staff time to do so. We all need to
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understand that simply because we have sent a message, we cannot assume it has
been received or actioned. Therefore, the message sender retains a degree of respon-
sibility for pursuing an enquiry until the information needed has been obtained.

The portability and availability of information is an important part of modern
healthcare and is an area that is likely to develop. It will develop as a specific part of
this area of healthcare—the transition from one healthcare environment to another
under these circumstances or others. It will also develop because it can, and we are,
to a degree, subject to the expectations of patients in delivering care. It will be our
job to deliver it and regulate it.

Hospital Record

Ideally, the paediatric record should be open to the team that are going to look after
the patient in adolescence and adulthood. This is important at the point of first meet-
ing and if there are subsequent joint meetings. It is useful to have a summary of the
overall information, if the patient is due to move to another team or location. It
remains important that the full record is available to the adult team.

Data Protection

Data protection laws will vary across the world. Each practitioner needs to be mind-
ful of those that relate to their own country and healthcare and environment.

As a set of principles, the information must be kept in a secure place and should
be shared only with those people who need access to it.

Geography

It is obvious that if a patient remains within the same hospital the information from
previous care will remain will be readily available to all teams involved. Indeed, the
paediatric team also have access to the long-term data that allow them to examine
progress after they have handed over care. This will facilitate their understanding of
the long-term outcomes of their treatment. If a child has to move facility of their
adolescent and adult care both aspects are more difficult. Each system will need to
establish its own approach. The entire healthcare record can be copied and trans-
ferred. A good summary may be enough. Either way the team assuming care should
not have their ability to look after a patient compromised through a lack of informa-
tion. The reciprocal is that the adult team needs to find a way of feeding back infor-
mation on long-term care to the paediatric team. This may be on a case-by-case
basis—if individual or complex problems arise. The additional component should be
the examination of cohorts of patients and a broader look at their outcomes. This will
be designed to give a better perspective to the paediatric team of their long-term
outcomes.
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Summary

It is clear that good care for these patients relies on full and coherent information
being available to all teams involved in looking after them. This information will
rely on clear documentation throughout paediatric care and secure but accessible
transfer to the adolescent and adult team. Data protection must be preserved.

Patients can play a very important role in this with their own expertise and
account of their condition and treatment. It may be that with time more patients are
given some form of personal and portable record to carry for themselves and give to
professionals as they meet them.

The development of electronic records may improve the portability of informa-
tion. As technology develops healthcare teams are called upon to respond appropri-
ately to electronic requests from patients and other healthcare professionals.
Expectations need to be managed to ensure that where immediate responses are
required the resources are available to provide this and when the need is less urgent
the enquiry is managed proportionately.

In the long-term paediatric teams must be given access to their long-term data.
This allows them to assess the outcomes of the diseases they care for and the treat-
ment they have delivered. This may be on an individual basis or from reporting of
datasets to inform a particular team or the paediatric community as a whole.
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Managing the Parents 6

William G. Reiner and Dominic Frimberger

Introduction

It is obvious but important: Birth initiates parenting, rather abruptly, with all of the
inherent mysteries of who and what this baby will grow to become. For any parent
preparation for this moment will include a mix of hope, excitement, fear, uncer-
tainty, deep thought and delusion. Nothing quite prepares a parent for that amazing,
precipitous, emotional and humbling event. However, a newborn with any major
anomaly naturally enshrouds new parents in heightened anxiety and even greater
uncertainty about the future. Parenting such a child impacts the child’s health and
development throughout young life. Thus, managing the parents throughout the
child’s life becomes an important part of clinical strategy; this is no less apparent
during the clinical transition from adolescence to adulthood. There are no recipes,
no real guidelines, for managing parents during this period. To be sure, parent man-
agement is part of the art of practicing medicine. The research literature is nearly
nonexistent; the few studies available generally describe only parent perceptions of
transitional care, parent-child relations or the overall transition processes. There are,
however, important insights to be offered about managing parents of adolescents
affected by urological anomalies.
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Parents will evolve their strategies slowly during the child’s early years. The
approach to adolescence presents a new frontier for parents, a reality often requiring
new rules—or at the least an adjustment of old approaches. In the clinical setting an
adolescent is a new patient to the clinic, designing management strategies for both
child and parent may be difficult and time-consuming. Managing the parents of any
affected adolescent often requires more focused direction than managing the par-
ents of an affected prepubertal child and may benefit from an interdisciplinary team
for several reasons. First, parents are likely to differ (father from mother) in emo-
tional and behavioral reaction to clinical and behavioral realities, care, or problems
[1]—this is not necessarily new. Second, adolescents gradually become more active
participants in their own healthcare and development—this is new and presents an
additional dimension to the differences (already mentioned) between parents. Third,
parents attend to their child, to their child’s needs, sometimes to the exclusion of
their own needs—especially when they experience simultaneous competition for
their time and emotional commitment from the needs and demands of others within
or outside of the family. Fourth, typical parents feel that they know their child. But
younger children do not verbally express or even comprehend their self interest
well, while the adolescent has achieved far greater expressive and receptive verbal
skills. Still, the adolescent typically verbalizes only a small portion of their inner
thoughts and may not even direct such verbalizing to their parents. Managing the
parents, then, becomes a broad-based clinical challenge.

Naturally, parents have a strong influence over the relationship with their child,
and indeed, over all family relationships. Thus, abusive or neglectful parents can
impede or otherwise damage their child’s development and health. With more typi-
cal parents, however, “good enough” parents or with parents and child who are a
“good enough fit” for each other, the child is likely to develop and adapt well
enough. In fact, each child has to adapt to nonfamily social situations and milieux,
parental involvement notwithstanding. In other words, children learn to adapt and
sometimes to maladapt to their social situations and also to their parents. Away from
their parents, adolescents’ behavioral and emotional states, their activity and reac-
tivity, tend to reflect more programmatic interactions of their genetics, epigenetics,
and environmental or external experiences.

Such interactions are, for the most part, continual just as they are difficult to tease
apart, one from the other. High levels of child-reactivity, and especially negative
reactivity, correlate to a higher risk for the development of anxiety disorders—in
later life. This is true for children as well as for adolescents and parents [2]. From
the perspective of parent management goals, however, it is important to realize that
behavioral research increasingly demonstrates that children (like their parents) have
temperament-associated emotional reactivity that has strong genetic correlations.
For example, in a very large study of twins from two different continents, differ-
ences between negative, neutral, or positive reactivity correlated more strongly with
genetic than with environmental (including parent-input) differences [3].

This is not to say that parents are not important. Many of the developing child’s
early social situations and much of their emotional development occur within the
context of the family. More to the point, when children are young, parents possess
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and wield the executive functions of the family—that is, those critical social func-
tions that control attention, organizational and planning skills, working memory,
emotional regulation, and other critical cognitive social functions. Child and adoles-
cent brains progressively develop these executive functioning skills over more than
two decades. Studies of these developmental processes are well represented in
research literature.

Unfortunately, only limited studies and scarce data are available to reflect such
adolescent development in those with chronic urological conditions. Nonetheless,
their experiences of repeated surgery, anesthetics, and multiple hospitalizations in
infancy and later childhood likely impact and may render negative vulnerabilities
for these cognitive developmental processes. Parents, moreover, have no experience
or innate social supports in dealing with children with such chronic maladies. This
combination of voids limits our ability to standardize parent management and edu-
cation for urological disorders even as parental anxiety is typically increasing over
time [4].

A discussion of family therapy, systems therapy, or other behavioral interven-
tions—for father, mother, adolescent, or the family unit—is beyond the scope of this
paper. But these clinical realities become increasingly complex from a management
standpoint, as the child moves into adolescence, and demand a team approach. To
adapt to a progressing adolescent development in the face of urological anomalies,
and with little help from experience or their own social milieu, parents do need
assistance. Add to the mix a set of complex parents, and the clinical approach can
become at times almost overwhelming.

Therefore, active and appropriate management of the parents while encourag-
ing their participation demands a multidisciplinary team. The team requires vary-
ing members depending on the clinical status of the patient and on the social
status and emotional and cognitive states of the parents. Adolescent and adult
mental health care professionals who are likely to enhance the clinical team
should include: (1) a clinical social worker experienced in family and social and
ecological needs of adolescents with complex urological disorders; (2) a psy-
chologist skilled in assessing cognitive as well as emotional variables in parents
and in adolescents; and (3) a psychiatrist skilled in treating family as well as
adolescent psychopathology. These professionals may often meet or work as a
subunit of the team. Each can have a clinically significant impact depending on
clinical variables at a given time.

Clearly in the adolescent with urological disorders, the development of the
parental role in care will be complex. To be able to assess, treat, and support the
parents and the family, the urologist and the team need to master and apply several
skills:

1. Engaging and educating the parents as clinical and social situations evolve;

2. Helping parents manage boundaries between their adolescent and themselves;

3. Recognizing when and how parents should be included, excluded, or simply
encouraged to retreat to the background from patient discussions and physical
examinations;
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4. Maximizing the privacy and ultimately the confidentiality of the adolescent and
the adolescent in transition to adulthood.

These should be regarded as “moving targets” both in terms of adolescent as well
as of parental development and require flexibility from the team.

Engaging and Educating the Parents Through the Transition

Information is critical to parents, as it will be to the adolescent. In the information
age clinical education requires accuracy, appropriate knowledge and understand-
ing if the urologist is to help direct parents toward their future roles in parenting.
As with most people, parents learn best with repetition of important points over
time accompanied by written educational materials. For accuracy and for reference
basic condition-specific developmental processes can be outlined and provided
early and intermittently in printed form. A printed summary every year or so, spe-
cific to the adolescent, keeps parents up-to-date and can include insights about
likely future clinical directions. The urologist can help parents compare and con-
trast the clinical educational materials to information or misinformation gleaned
from the Internet.

Nothing, however, is likely to be as useful as the formal encounter between the
urological team and the parents (or the patients) who are perplexed. First, the team
must educate the parents about the importance of the clinical transition itself—the
“why” and the “how” of transition. Second, the urologist and other team members
will need to re-engage parents periodically when clinical complications arise, as
well as when adolescent needs (as opposed to those in childhood) and desires begin
to prevail. Being familiar with the social and emotional states of the parents over
time is quite useful, especially when the urologist must discuss new or troubling
clinical information. The team may have to manage the overly involved parent—the
so-called hovering or “helicopter” parent. Managing the hovering parent early and
regularly can help prevent emotional enmeshment between parent and child and,
later, between parent and adolescent. The team can gradually redirect hovering
behaviors towards a more useful, involved healthcare focus.

A major part of the team, the clinical social worker can direct parents to appro-
priate groups for support, including local or regional groups or national or interna-
tional support group websites. Managing parental expectations is also important in
managing adolescent health care. The social worker along with support groups can
augment appropriate parental management. However, managing expectations of the
parents depends on their cultural perspective, cognitive function, educational back-
ground, emotional state and how they adapt to those parameters [5]. Having a rough
understanding of the parents’ gross executive functioning skills (including reading
level) will enhance clinical communication as well as the adolescent’s healthcare
and transition. Educating the parents about the adolescent’s likely developmental
potential and vulnerabilities enhances managing the parents and therefore manag-
ing the adolescent. After all, it is the parents who must understand and master the
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clinical care responsibilities and requirements, such as clean intermittent catheter-
ization, bladder washouts, and so forth. It will be up to the parents to re-enforce the
urologist’s teaching of these responsibilities to the adolescent. Generally, the team’s
psychologist can best assess parents’ (and the adolescent’s) cognitive and learning
potentials and how to address the clinical implications. (An example of an excellent
screening tool would be the BRIEF, or Behavior Rating Inventory of Executive
Function [6]. Available from the PAR website, there is a version for parents, teach-
ers, and the patient, with an excellent explanatory guide book with definitions of the
executive functions.)

Parents will likely recognize some of their adolescent’s developmental vulner-
abilities. However, they are not likely to be sophisticated about the implications of
urinary incontinence, genital anomalies or disease-chronicity likely to be associ-
ated with adolescent anxieties—or the realities—about potential sexual function,
reproduction, romantic relationships and even peer relationships. These develop-
mental vulnerabilities are atypical if compared to vulnerabilities in adolescents
with chronic but non-urological disorders and will be mostly foreign to the par-
ents. Parents are also likely to be ill-prepared for boundary issues inherent to these
developing vulnerabilities. The psychiatrist can provide appropriate assessment
and treatment for developing adolescent or parent psychopathology, or appropri-
ate referral if desired.

Helping Parents Manage Boundaries with Their Adolescent

Boundary issues are common between most parents and adolescents. While there
is a growing behavioral literature debunking any major parental influence on
developing personality, temperament, cognition, and even outcomes, boundary
issues between parents and the affected adolescent often impact short-term
behaviors and emotions and sometimes long-term parent-child relationships.
Boundary issues inherent to most chronic adolescent urological disorders often
create stresses and even long-term conflict that may impact adolescent autonomy
and health care. Therefore, helping parents manage boundaries is important to
the entire team.

Although specific details of clinical strategies will relate to the urologist’s
approach to parents of the adolescent with a specific urological condition, certain
parent management strategies need to be emphasized:

e Begin early—establish clinical “rules” as part of the educational processes for
the parents

e Re-enforce these early rules by repetition as the child develops into
adolescence

e Modify the rules as the adolescent grows and develops, i.e., as needs transform

¢ Establish which rules are strict and which can be adapted to or by the parents

e Distinguish between the specific needs of adolescent autonomy and the variabil-
ity of parenting styles as the adolescent develops—and as the parent develops.
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Adolescents are inherently sexual. Chronic urological disorders influence and
impact sexuality. As might be expected, many affected adolescents questioned their
sexual potential well before they entered puberty; in fact, anxieties about future sex-
ual function often begin during school-age [7]. Therefore, the early education of the
parents should be formatted to include sex education of the child during development
specific to the underlying urological disorder and well before adolescence begins.

A trusted professional, the urologist is also “an outsider”: the intimacy of a dis-
cussion about sexuality is therefore diffused and in some ways sublimated when
conducted between the patient and urologist. Therefore, it is important early in the
management of parents to establish the rules and roles for the urologist and for the
parents in terms of adolescent discussions and adolescent education. The urologist
will educate the parents early in the child’s development about sexual potential and
sexual function. As the child nears adolescence and especially after puberty begins,
the urologist should be the mainstay of the sex education of the adolescent patient.
Printed tables or flowcharts outlining relative roles can be especially useful when
provided early in parents’ education and again several times as the child matures
(see Table 6.1). The urologist and the parents can refer to such a flowchart repeat-
edly, as necessary.

When parents are asked to step out, or at least to retreat to the background, the
adolescent can begin to comprehend the nature and importance of privacy and the
confidentiality of the subject matter. Once a set of rules for a given set of parents or
for a given adolescent are established, they should be largely maintained unless clini-
cal exigencies (such as pregnancy or illness) intervene. Reifying the relative roles of
educator begins to create an almost formal if initially unrecognized separation
between urologist and parents, at least in terms of the adolescent’s sexuality, while
augmenting the clinical relationship between urologist and adolescent. This is the
initial transition for the adolescent and for the parents—when the adolescent begins
to look to the urologist for critical information rather than to the parents. This process
is often the beginning of establishing the ultimate autonomy of the emerging adult.

Our own REACH Clinic at the Oklahoma Children’s Hospital, University of
Oklahoma Health Sciences Center in Oklahoma City (Oklahoma, USA) is an exam-
ple of a model of an adolescent- transition clinic. With a focus on adolescents with
neurogenic bladders, the clinic provides interdisciplinary healthcare, local and
regional support group access, and direct participation in community social and
sporting groups for the adolescents and their families—with healthcare providers
often participating. It also provides materials explaining available participatory

Table 6.1 Example of a simple flowchart, here providing suggestions for who the educator should
be, and during which ages of the patient

Child’s age Educator

Birth to 7-8 years old Parents, with urologist providing needed background information
9-11 years Parents, with urologist present

1214 years Urologist, parents not present but informed

15 years—emerging Urologist, parents not present, not informed

adulthood
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community programs, national and international support groups, and website infor-
mation for participation. These approaches focus on ultimate adolescent indepen-
dence but also on providing healthcare settings as well as social access that
encourage a sense of comfort for parents and for adolescents alike.

Recognizing When and How Parents Should Be Excluded

The process of moving the adolescent from dependence gradually to autonomy,
therefore, is initiated with the parents well before adolescence even begins. However,
a specific set of clinical rules may be modified based on parents’ temperament and
disposition as well as on an adolescent’s own cognitive and personality realities. For
example, an adolescent with myelomeningocele, hydrocephalus, and a ventriculo-
peritoneal shunt may have reduced cognitive and executive functions when com-
pared to an adolescent with bladder exstrophy—establishing rules allows the
urologist to work with the parents while working with the adolescent. In establish-
ing such rules, it is important to recognize that parenting is in a sense “an institu-
tion” of Human Nature—with legal and ethical aspects for the parents of protecting,
nurturing, decision-making, and so on [8].

There is an art to the manipulation of the clinical situation such that the parents
gradually and adequately transfer their control to the adolescent under the scrutiny
of the team. To be sure, legal and ethical aspects also envelop the clinical team. In
other words, boundaries exist for all parties involved. Decision-making must evolve
into a mixed process between parents and adolescent. The ultimate aim, clearly, is
independence as possible for these adolescents when they reach adulthood.

Along this line, relevant and material themes for the adolescent include more
than simply having discussions in private. Indeed, the physical examination can
provide an additional avenue for educating the parents about child and adolescent
development with increasing stress on patient privacy. For the majority of parents
and for social and cultural appropriateness, when the child is young the parents
should not only be present, but it is probably best if at least one parent is near to the
child during physical examinations. For school-age children clinical situations tend
to be emotional and high anxiety even with an otherwise calm child. Anxious situa-
tions are not conducive to learning or listening. Therefore, parents should be present
and encouraged to take notes or be provided with printed materials. As the child
nears adolescence, however, emotional and anxious reactions of the adolescent or
between adolescent and parents may be problematic and are likely to intensify:
heightened anxiety may relate at least partly to the presence of the parents and the
fabric of the family dynamics. It is often best, therefore, to usher the parents out or
at least to the background.

Adolescents generally do best with parental distance or absence. This is espe-
cially true when the substantive matters involve mastery and self-care. Adolescents
generally learn better and listen better when they are alone with an educating mem-
ber of the team. Once the adolescent is alone any uncomfortable family dynamics
are absent, anxiety diminishes, emotions tend to stabilize. The adolescent can be
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encouraged to take notes. Notetaking will be novel, to the young adolescent, in the
clinical setting, as will autonomy. These are learned traits. Educating the adolescent
begins simply and progresses through the more complex. This is the best approach
for the parents as well. The adolescent, of course, can inform the parents about any-
thing discussed. At the first few meetings it may be sensible to offer (to the adoles-
cent) a further, joint conversation with the parent to support wider communication.
They may or may not consent to this but it (importantly) gives them the choice.

Therefore, depending on the child’s age and level of development, the parents
should be close but not necessarily present in the exam room. As the child moves
into adolescence and truly begins to grasp an understanding of their diagnosis, treat-
ment and their own responsibilities, the urologist can ask the parents to step out and
can provide the printed materials to the adolescent, then separately to the parents.
The process of moving the parents towards a recognition of the magnitude of neces-
sary autonomy is usually gradual. Again, printed materials that outline this transfor-
mation are most useful, especially if the materials are initially provided before the
child begins adolescence. Discussions that necessarily require both parties can be
modified accordingly at any time, with major modifications in the case of an adoles-
cent with significant cognitive or executive function deficiencies, who may not be
able to achieve much independence.

However, some adolescents need or feel they need more parenting than others.
An adolescent who requests parental presence may indeed be signifying their own
specific autonomy. Here again the team approach is valuable in helping guide the
adolescent and the parents, as well as the team itself, in an appropriate even if idio-
syncratic clinical approach.

Maximizing the Confidentiality of the Adolescent Through
the Parents

By emphasizing the need to move towards adolescent autonomy, the urological
team encourages and teaches the importance of privacy. Managing the parents
requires educating them about necessary privacy issues for their adolescent; educat-
ing them about privacy encourages adolescent confidentiality. In other words, early
education about the importance of privacy becomes a springboard to later education
about the importance of confidentiality.

Privacy is an issue the child will likely grasp fairly early in school-age years, as
anxieties arise and gradually intensify about the possibility of discovery by peers—
discovery of urinary incontinence, genital abnormalities, or a stoma. This risk or the
fear of discovery can lead the family toward secrecy for parents and for the child. In
managing parents, preventing or eliminating secrecy by instruction on the nature of
privacy when the child is young can help reduce stressful life events or anxieties
both within the family dynamics and within the child’s external social milieux.
Eventually, this sense of privacy can transform into a recognition of the need for
confidentiality for the adolescent. Gently but firmly helping parents to step out
when necessary patient discussions or queries are likely to impinge on patient
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emotions helps the early adolescent grasp the potential of their impending indepen-
dence as well. A growing sense of independence enhances learning as it empowers
and augments adolescent development.

A parent management approach that fosters adolescent independence can easily
begin with the childhood physical exam. Such an early strategy is likely to be suc-
cessful long-term. Young adolescents often do not mind if their parents are present
during physical examinations. To prepare both parties for privacy issues, having the
parents step out or at least to step into the background when the genital exam is to
begin can be initiated in late prepubescence, well before adolescence begins. In this
way, the urologist begins to prepare parents and patient for the gradual transition
regarding privacy, especially in terms of the young adolescent’s burgeoning if some-
what vulnerable sexuality. This preparation also augments the boundary rules estab-
lished earlier in the parent-urologist relationship. By mid adolescence, the parents
can be encouraged to step out for the entire physical examination if this is okay with
the adolescent. This approach emphasizes privacy for the adolescent but begins the
process of establishing confidentiality.

Privacy is necessary for the child’s protection within any social milieu.
Confidentiality allows the adolescent similar protection—the sense of the sexual
self relates not only to one’s romantic relationships but also to peer relationships—
while allowing and encouraging the adolescent to explore questions of social and
sexual intimacy. Exploring these themes, adolescents can deal with their own uro-
logical realities relating to sexual function, fertility, relationships, and peer interac-
tions. Initially, some of these topics can be broached with the parents present. Most
of these questions should be encouraged after the parents step out, however.
Developing this sense of confidentiality allows protection within the adolescent’s
social circle, then, as well as the broader external environment.

Confidentiality along with self-confidence of the adolescent can be engendered
within the context of increasing the sense of privacy, integrity, and autonomy ini-
tially within the family. Parents can and should be informed early in their adoles-
cent’s development of the nature of present and likely future discussions between
the child or adolescent and urologist. As the adolescent develops further, however,
the parents might not be included, even after the fact—although the adolescent of
course can tell them everything. Parents’ understanding of this unfolding process is
part of the urologist’s engaging and educating the parents as it simultaneously pre-
pares them (and the adolescent) for the developmental attainment of adolescent
confidentiality.

Conclusion

The practice of adolescent urology includes sensitive issues. Sexual matters are
indeed private; complicated urinary functions can be embarrassing. Parents will
understand this clinical emphasis on privacy. However, matters of urinary inconti-
nence, intermittent serious illness, recurrent stone disease, urgent hospital admis-
sions or reoperations also require privacy and confidentiality. Peers may not honor
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or understand the adolescent’s need for privacy. The adolescent may feel or may
fear a need to explain to friends or peers. Adolescent sensitivity may not be obvious
to the parents, who may be in need of emotional and social support themselves.
Parent management processes, then, often require an emphasis on the privacy of the
family, beginning when the child is an infant. Early emphasis on family privacy can
then evolve towards a re-emphasis on the privacy of the child in particular, a privacy
with respect to the family initially but ultimately leading to a sense of overall confi-
dentiality. The privacy of the young adolescent, then, merges with the need for con-
fidentiality as part of the increasing autonomy of the emerging adult.

Parents are likely always to be a part of their adolescent’s developing and adult
life. Managing the parents while treating the adolescent enhances this development
while minimizing the risk of exacerbation or exploitation of vulnerabilities—of
both adolescent and parents. By focusing on the processes, the urologist sponsors
and emphasizes a gradually diminishing course of parental involvement, albeit spe-
cific to a given adolescent’s needs and grasp of the clinical demands and realities.
This sense of autonomy empowers integrity and confidentiality for adolescent as
well as for parental development and transition. Healthy parental development
encourages healthy adolescent development—this is an important two-way
process.
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The Importance of the Specialist Nurse 7
Role as Part of the Lifelong Care
of Congenital Conditions

Winnie Nugent

Introduction

Young Onset Urology (YOU), the acronym for the service in which the author
works, describes patients with childhood long-term, complex urological conditions.
This may include patients with congenital conditions such as bladder exstrophy,
cloacal anomalies, spina bifida, posterior urethral valves, hypospadias, and patients
with neurogenic bladders. A number of these children will have had reconstructive
surgery, and are at risk of urinary infection, stones, bladder dysfunction, metabolic
disorders, neoplastic changes and potential deterioration in their renal function.
These young people with long-term complex conditions require ongoing care as
they move on from children services. During this time, it is recommended that their
continued care should be delivered by a specialist team. This team should have spe-
cific knowledge about their conditions and previous treatments with adequate skills
to provide lifelong care. Careful consideration must be given to the most appropri-
ate place for their long-term care, and who will support them and their families
during and after this period [1].

The recognition that patients will move from pediatric healthcare to adult ser-
vices has become more significant during the past 20 years [2] as care delivery has
become more complex and advances in pediatric medical and surgical management,
with greater availability of treatment options have increased life expectancy for this
group. As such, roles have developed to proactively manage the period of transition
during which a young adult will assume more responsibility and autonomy in their
own healthcare and to facilitate the transfer of care from pediatric to adult services.
Therefore, central to this is a recognition that encouraging the development of
patients’ independence and involving patient in their treatment options and decision
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making are vital component in maintaining treatment compliance and providing
ongoing support [3].

This chapter will describe the clinical nurse specialist (CNS) role within such a
service, illustrate the introduction and use of a transition pathway and demonstrate
how the role of the CNS provides support to this group of patients. This will include
education, management, accountability and peer support for the CNS. The clinical
care pathway will be outlined, with reference to the identified age of transition, its
implication for care and treatment options.

Transition

It is recognized that morbidity and mortality rates increase for young people after
moving from pediatric to adult services [4, 5]. This evidence has resulted in a pleth-
ora of publications, guidelines and reports aimed at a reduction in risk linked with
the move to adult services [6—8]. Essential to this process is the concept of transi-
tion. Studies show that effective transition between paediatric and adult care can
improve long-term outcomes [9, 10]. On-going communication between the paedi-
atric and the adult clinicians facilitates the transition process even after the transfer
of care has occurred [1].

The goal of transition is to provide uninterrupted, developmentally appropriate
transfer of medical care from a pediatric service to an adult care model [11].
Transitional care is not purely a move from one healthcare team to another or from
one hospital to another, it is multi-dimensional and multidisciplinary. Consideration
should be given to health, psychosocial, educational and vocational needs [12].

Young people with long term conditions across a variety of subspecialties share
similar issues as they prepare for transition to adult services. Barriers to the transi-
tion process have been identified by Binks et al. [13]. These include:

e an unwillingness of pediatric healthcare providers to discharge patients
 the patient’s reluctance to leave the familiar pediatric environment
e alack of interest by adult care providers.

A key aim of transitioning patients with complex urological conditions is to
facilitate the transferring of care from the parent to the patient. This should include
preparing the adolescent for adult life by addressing their development, both physi-
cally and psychologically as well as encouraging their overall independence.
Inadequate transition can have serious health consequences [3]. In YOU patients
these may include bladder dysfunction, metabolic disturbances, neoplastic changes
and deterioration in their renal function.

Failure to engage properly with adult services is shown to result in increased
levels of morbidity [7]. Early identification of transitioning young adults is para-
mount, in order to allow adequate time and preparation for all involved in the pro-
cess to ensure a smooth, timely and individualized referral to adult services. In the
United Kingdom Department of Health expects the standards laid out in the national
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guideline entitled Your Welcome [6] to be led locally. This quality measure facili-
tates the improvement in local practice and assists in giving evidence regarding
improvements in the healthcare journey and outcomes for young people. The use of
this document should aid young people to become involved in making decisions
pertinent to their health [14]. It also optimizes the ability of the patient to assume
adult roles and responsibility.

In current health care systems, delivery processes involve numerous interfaces.
Patients may need regular contact with their healthcare team—as part of this and
other interactions they will come into contact with multiple health care practitioners
with varying levels of knowledge about the underlying condition and its treatment.
A health care professional who becomes a single point of contact, often described
as a patient advocate or key worker, is beneficial in particular to support young
adults prior to and during their transition to adult services [15].

The Key Worker Role

The key worker role was initially developed primarily within cancer services and is
defined as a person who, with the patient’s consent and agreement, takes a key role
in coordinating care, promoting continuity and ensuring the patient knows who to
contact for information and advice [16]. This key worker role can be successfully
used within a transition service within the remit of the transitional CNS. The CNS
acts as the facilitator to assist a smooth transition of patients to adult services. This
role ensures there is no reduction in the standard of care for patients as they move to
adult services and aims to offer some continuity at a time of change. The role sup-
ports the patient during transition to help reduce anxiety at a time when it is likely
young adults are experiencing several other life changing events such as starting col-
lege, university, work or leaving home for the first time. They may also be exploring
their sexuality and integrating more with friends. It is important to ensure that transi-
tion experiences are positive for young adults and that the service is one that young
people want to use. It is believed that the availability and access to a key worker may
improve both the patient experience and concordance with treatment regimes.

The CNS Role

The Royal College of Nursing (RCN) [17] has called for commissioners, health care
providers and governments to commit to the following:

e All patients with long term conditions should have access to a specialist nurse.

* Specialist nurses should be allowed time to care and accomplish the vital aspects
of their role

e Increasing funding for specialist nurses’ roles and supporting other providers
and commissioners to understand the wider cost implications and health improve-
ments to be gained in continued investments in both medium to long term.
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In UK Healthcare clinical nurse specialists work in a variety of acute and com-
munity settings, specializing in particular areas of practice such as general practice,
mental health, children’s nursing, learning disability nursing and district nursing.
Specialist nurses can work independently or as part of a multidisciplinary team to
provide high quality, patient-centered, timely and cost-effective care. All specialist
nurses provide tailored care depending on the patient’s level of need. They also
provide education and support for patients to manage their symptoms, particularly
patients with long term conditions and multiple morbidities [18].

The quality of care and support that specialist nurses offer has been instrumental
in reducing unnecessary hospital admissions and re-admissions and reducing wait-
ing times. It enables consultants spend quality time with patients, improves access
to care, educating, health and social care and supporting patients in the community
[17, 19].

The key worker function and facilitating transition are key elements of the YOU
CNS role. The clinical nurse specialist may also:

e carry out specialist nursing procedures

e assess patients, plan, implement, and evaluate evidence-based care

e provide specialist advice to patients, families and carers, and the wider multi-
disciplinary team

e contribute to the development of the workforce through developing and deliver-
ing education and training

 contribute to the development of services

e participate in and lead research activity and clinical audits in own specialist area

e work collaboratively with the multidisciplinary team to ensure the cohesive man-
agement of patients

The CNS Role in Facilitating and Supporting Transition

Within a service that incorporates transition the CNS’s goals are is to facilitate a
gradual process of empowering the patients to move to adult services, with the ulti-
mate aim of providing continued support by a team familiar with their conditions,
treatments and future care needs. The ultimate aim is to create an environment and
a system that will ensure effective transition. The CNS forms the link and bridge
between pediatric and adult services, thereby facilitating a smooth transition path-
way for the patients to access. Transition should not be viewed as a single event or
treated as the transfer of care. For a young adult with complex healthcare needs it
becomes a very important period in adolescent life. It should be viewed a process
supported by a multidisciplinary approach.

Within the authors service transition is managed by identifying appropriate
patients early in their teenage years—approximately 13 years of age. It is an impor-
tant stage in adolescent life. It sees a gradual but dramatic change in the relationship
between the patient and their medical team. There is currently no consensus on the
‘correct’ age for transition—this should allow an individual approach both for the
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design of a service and its patients. Some healthcare professionals consider that tran-
sition should begin a year or two prior to moving to adult services. Studies conclude
that the optimum transition age for commencement of the transition process should
be around 11 or 12 years of age as this result in better knowledge and skills [20]. The
author’s practice is to become formally involved in patients care from the age of
16 years. Joint consultation with pediatric colleagues occur regularly prior to this.

Throughout early pediatric care the medical team’s primary interaction is with
the parents with regular reference to the child. In adolescence, there is a shift where
the interaction gradually becomes between the medical team and the patient, includ-
ing as necessary, support from the parents. Joint working relationships and strong
links between pediatric and adult teams are pivotal in order for patients to develop
relationship and trust with adult services. Poor relationships with clinicians can
have negative consequences in both immediate and long term [3]. When health care
professionals are not communicating effectively, patient safety is at risk for several
reasons including lack of critical information, misinterpretation of information,
unclear orders over the telephone and overlooked changes may occur [21]. Multi-
Disciplinary Team (MDT) transition meetings are crucial to guarantee patients
receive the most appropriate care prior before, during and after transition. The MDT
approach also ensures more effective documentation and formalizing of pathways,
this enhances joint care planning in complex cases.

The Practicalities of Establishing the CNS Role Within
a Transition Service

A new CNS post was established in a South East London Trust, prompted by the
recognition of the complexities around the transition from pediatrics to adult care.
The post was supported with charitable funding for 2 years. Stakeholders included
patients and families, pediatric and adult urologists, commissioners and senior nurs-
ing and management teams. Priorities for the CNS and stakeholders included:

* Scoping existing pathways and service

e Understanding issues around transition

e Understanding patient and parent’s concerns and priorities

 Identifying necessary skills and training and education needs for the CNS
¢ Identifying key performance indicators

e Agreeing new clinical pathways and developing patient information

e Securing permanent funding

Scoping Existing Pathways and Services and Understanding
Issues Around Transition

When establishing a service, it is important to identify existing local services, under-
stand the geographical catchment area and understand the needs of the young
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population. Networking with other CNSs and medical colleagues is also useful to help
shape the future of the service. It is important for the CNS to have an understanding
of their patient group and care received during the pediatric phase, in order to success-
fully deliver a robust, clinically sound and supportive service to this group of patients.

This was achieved by arranging a supernumerary period to support the develop-
ment and induction period of the CNS. The objective during this period was to meet
and develop a professional relationship with both nursing and consultant colleagues.
It also enabled the CNS to visit other urology units, network with other services and
key personnel and identify evidence based best practice and pathways. This collab-
orative working and formulation of ideas also facilitated an understanding of the
challenges in some services. The CNS was encouraged to work with colleagues
within pediatrics and adult urology services and a period of involvement and
engagement in ward duties was actively encouraged to gain a good understating the
existing patient pathway.

Two months after commencing post the CNS presented the aims and objectives
of her role to the wider stakeholders. This allowed the CNS to raise her profile,
explain her role and remit and encouraged discussion from other newly developed
services in order to share best practice. In addition, it proved beneficial in raising
awareness and the profile of the new service.

Understanding Patient and Parent Concerns and Priorities

Engaging patients and potential users of the service is essential both when setting
up a service and when evaluating its effectiveness. Services are planned and evalu-
ated with patient input including tools such as questionnaires to ensure that patient
views help shape the service

During the establishment of the service it is vital to take into consideration the
differences between pediatric and adult health services, these include:

e Agerange

e Culture of care

e Growth and development

e Consultation dynamics

e Communication skills

* Generic health issues

e Confidentiality issues

* Role of parents/family/peers

e Education/Vocation

e Tolerance of immaturity Service Provision.
e Appointment duration

e Extent of physical examination

e Provision of continuity of care

* Consultant accessibility and peer support [2]
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An understanding of these differences is beneficial in establishing a realistic job
plan incorporating pediatric and adult services. This helped the CNS to forge a
robust clinical presence within pediatric and adult urology services. This included
attendance at the MDT which facilitated the early identification of transition patients
and allowed ongoing learning.

Identifying Necessary Skills and Training and Education
Needs for the CNS

When initially setting up a service, the CNS needs to conduct a scoping exercise,
aimed to identify and address gaps in knowledge and skill in collaboration with the
medical team, nursing colleagues and management. A tailored education plan was
then developed within the performance and development review process.

Identifying Key Performance Indicators

Developing benchmarking strategies is crucial, as they facilitate the auditing of
practice to help shape the future of the service.

Some of the quality and key performance indicators identified for this service
include:

e Reduction in readmission rates

* Reduction in infection rates

 Increase in self-directed management programs
e Reduced complication in catheter care

e And reduce requirement for antibiotic therapy

Agreeing New Clinical Pathways and Developing Patient
Information

It was recognized that a pathway to guide transition for the patient group was a key
requirement of the role and service. The aim of this pathway was to provide Clinical
Standards which could provide benchmarking data and identify Key Performance
Indicators for reporting to commissioners and clinical leads. In developing the path-
way, the CNS built on the evidence-based practice in the Good2Go Transition
Program [22]. This formalized an appropriate seamless transition to adult service,
whilst raising the profile of the service by ensuring all stakeholders were aware of
the process and subsequent progress involved.

Recent research advocates the use of a validated questionnaire referred to as the
CTM-15 questionnaire to assess the introduction of transition clinics [1]. This latest
evidence can be incorporated into the service assessment documentation and the
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validated tool will help to prepare young adults to move to adult services. The
assessment protocol’s aim is to introduce the CNS as a consistent member of the
team providing ongoing care, introduce the concept of transition, assess the patient’s
knowledge of their condition, support their development of independence by offer-
ing opportunity to be reviewed independent of carer for part of consultation and to
help the patient develop an understanding of the issues surrounding healthy life-
styles. Other service developments include introducing Health Passports for young
people.

The CNS has developed and works within an abstract clinical care model that
was devised as part of the YOU service (Table 7.1). Having a presence within both
paediatric and adult urology has the benefit of early identification of transition
patients. This abstract model fosters good working relationships with cohesive
working. It enables shared practice and promotes development within the service.

The PRESENCE concept was positively evaluated and supported by service
users as demonstrated by a satisfaction survey conducted by the CNS after 6 months
in post. The aim of this survey was to gain patient centered, service user feedback
and provide information to help shape the future in response to patient needs.
Pediatric colleagues stated the positive benefits of presence included an enhance-
ment of working relationships.

As part of the survey, patients were asked what would make their transition eas-
ier. Sixty-five percent felt that they would have liked to “meet the CNS prior to
transition” and 80% stated they wanted more information about their condition.
Results of the survey were used to enhance young people’s patient experience. The
CNS developed patient information leaflets on the most common presenting condi-
tions of patients and treatments offered. Other suggested information topics service
user identified including an understanding the concept of transition, explaining the
provision of continued care in an adult environment. These patient information leaf-
lets are now sent to all new patients prior to review in CNS led clinic in pediatrics
and when required. The provision of patient information particularly related to med-
ical conditions helps to empower patients, promote patient autonomy and develops
independence. Providing written information to patients may also improve their
overall satisfaction and facilitate the transition process [1].

The CNS maintains traditional nursing roles as a patient advocate within the
MDT team, providing information and support for patients and their families, dur-
ing the assessment, planning, implementations and evaluation of care utilising high
level communication skills. This supports the view that clinical nurse specialists
provide essential resource for an effective NHS [23].

A transition pathway (Fig. 7.1) was also developed, combining the good2go [22]
transition program. This has been useful in terms of formalizing the approach, gain-
ing consensus and reinforcing the importance of early identification and referral to
the transition service.

In practice, patients are referred to the transition CNS from pediatric CNS col-
leagues and other Urology Consultants within the pediatric team. Patients care path-
ways are discussed at MDT meeting. The CNS then contacts the family introduces
self while explains role in ongoing care and support prior to and during the
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Table 7.1 PRESENCE

Patient-focused | Care is patient-centred, planned and evaluated with service users

Responsive CNS must be responsive to different and changing needs and priorities as
patients move between services
Engagement The CNS practices and promotes engagement with colleagues and with

patients providing a seamless transition to adult urology. Continuity of care
and facilitation of service users is provided

Sharing Sharing knowledge with other member of the MDT facilitates developments
in the service and advances in practice

Encouragement | The CNS encourages staff, patients and carers to see the benefit of the role
by transitioning patients, updating teams with changes and provides
continuity of care

Negotiation Negotiation both with patients, families and colleagues is vital to plan care
and improve the service

Collaboration Collaboration with patients, carers and colleagues is essential to provide best
outcomes

Evaluation Continuous service evaluation is essential to ensure the service is effective
and responsive to patient needs

YOU CNS
encourages YOU CNS offer YOU CNS reviews
independent review opportunity to patient in Nurse
for part of informally visit led Clinic ECH
consultation Adult Urology

YOU CNS Patient YOU CNS .
agree time frame arrange review Ongoing follow up

for transition to in Consultant remains within
Adult Urology /CNS clinic Adult Urology.

Fig. 7.1 YOU transition pathway

transition phase. An agreed appointment date in the pediatric environment is
arranged. The CNS runs monthly clinic, however a flexible approach is adopted
with availability to review patients at other times, depending on patient and family
commitments. During the review process where appropriate the need for ongoing
care and transition is discussed. Allowance is made for the possibility that some
patients require more than one review in pediatric care. A timely appropriate seam-
less transition to adult service is facilitated. Patients are informed of the opportunity
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to be reviewed for part of the consultation independent from their carers. It is
believed this review encourages patients to become responsible for accessing health
care providers with an understanding to act upon health care plans. It also aims to
facilitate patients’ ability to openly discuss any change in their health conditions.
This is promoted and encouraged further once reviewed in the adult service. Patients
are encouraged to become involved in all further decisions relating to their care. It
is believed this inclusive approach increases patient compliance.

Securing Permanent Funding

The post was initially created on a fixed term contract for 2 years. Funding for the
post was obtained from the Trust charity. During this period, it allowed the team to
understand the need for the role, plan the service and perform an evaluation of its
effectiveness. This was also supported by the Department of Health guidelines relat-
ing to the You’re Welcome quality criteria [24]. There was also a recognition that the
Trust did not have any support service available for this group of patients. Following
the 2-year period, the CNS produced results on income generated as a result of CNS
clinic review and procedures carried out. This proved positive and after formal
application, the trust assumed funding responsibility and the post was granted as
substantive.

The RCN highlights evidence indicating that specialist nurses can improve the
lives of their patients and deliver value for money. This body of evidence is growing
as nursing stakeholders and frontline nurses continue to make the economic case for
specialist nurses in both community and hospital settings. This evidence indicated
that investing in Rheumatology Nurse Specialist to perform routine follow-up con-
sultant’s time are freed up to see new patients, saving an additional £175,168. There
is growing evidence that CNS make a considerable difference to patient care, and
that an investment in the role can generate efficiencies and even cost savings for the
health service [25].

Nurses working in these advanced and specialist roles spend approximately 65%
of their time in clinical activity, 17% of time in education, 14% in management
activity and 4% in research [18]. The quality of care and support that specialist
nurses offer has been instrumental in reducing unnecessary hospital admissions and
re-admissions, reducing waiting times, freeing up the consultant’s time to treat other
patients, improving access to care, educating health and social care professionals
and supporting patients in the community.

Management and Accountability

Legal accountability relates to the obligation of citizens to obey the laws of the
country and to be able to defend their actions through the court if required to do so.
Legal responsibility encompasses civil law (e.g., the duty of care), criminal law
(duty towards the public) and employment law (duty towards the employer).
Professional accountability relates to the additional obligation of the professions
not to abuse trust and to be able to justify their professional actions. In the United
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Kingdom, nurses and midwives are professionally accountable to the Nursing and
Midwifery Council (NMC). The current revalidation required by nursing statutory
body ensures up to date relevant care is delivered and evidenced. Nursing practice
should adhere to the principle of the NMC Code found at http://www.nmc.org.uk/
code:

e Prioritize people

e Practice effectively

e Preserve safety

e Promote professionalism and trust

The CNS is accountable for all actions with a social, ethical, legal and contrac-
tual accountability and responsibility for any tasks undertaken [26]. In order to be
accountable, the post holder must:

e Have ability knowledge and skills to carry out the action or intervention

e Admit responsibility for doing the task

e Have the authority to perform the task within their role, through delegation and
the policies and protocols of the organization [27].

The Nursing and Midwifery Council (NMC) Code [28] states that nurses should
recognize and work within the limits of their competence which includes complet-
ing the necessary training before carrying out a new role. Identifying knowledge
and skill gaps, education and assessment of competency can be part of the perfor-
mance and development review process; reflecting on learning and practice will also
be an essential element of the revalidation process for nurses.

Accountability for team working includes a commitment that team members
make to themselves and their team members to demonstrate attitudes, behaviors and
actions that promote team effectiveness and therefore high standards of care [28].

Education and Training and Qualifications

In the UK, there is no title protection for specialist nurses leading to the creation of

multiple professional titles and roles. This has made it difficult to collect accurate

data on numbers, and role requirements. This has also led to inconsistencies in

scope of practice, education and training across hospital providers and higher edu-

cation institutions, and career progression for clinical nurse specialists [23].
However, CNS post holder requirements may include:

e Diploma or degree in nursing

e Master’s level education related to specialist area

e Qualification in teaching and learning in clinical practice
e Leadership skills training

e Additional qualifications related to specialist area

e Research training

e Counseling skills [29]
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An important facet of this role is need for highly developed influencing and
negotiation skills. A large part of the role includes advanced communication and
negotiation skills with colleagues, children, young adults and carers. Anecdotally it
has been suggested that nurses with experiences within other disciplines such as
oncology, community pediatric services and mental health bring valued experiences
to the CNS role. Experience and experiential learning should not be underestimated
and can bring additionally qualities to the role and to the service. Nurses may bring
transferable skills which are of great benefit in liaising with stakeholders, patients,
families and carers at what can be a challenging time for all involved.

Ongoing education within the specialty for the CNS is necessary in order to con-
tinue providing evidence-based care. The CNS should continue to network with
colleagues within the specialty availing of any opportunities to attend meetings and
seminars relevant to practice. This will enable expansion of knowledge and in turn
allow for sharing of best practice.

The RCN suggest CNS spend 17% of their time in education [30], this includes
education of juniors and colleagues. In practice, the presence of the CNS on the
wards assists in demonstrating the value of the role and provides specialist knowl-
edge, informal education and expertise to ward staff. It is essential that the CNS
does not lose the essence of nursing as they take on increasing and highly specialist
workload [23].

E-learning tools such as the Adolescent Health e-learning project are available.
This aims to ensure that all health professionals have essential youth communica-
tion skills and understand a young person’s right to consent and confidentiality [31].

Users of the service also have training and learning needs. Patient training can be
delivered using several methods. Results of a patient survey carried out by the CNS
indicated that 80% of patients required more information and education. This led to
the development of patient information on common conditions and treatment of
patients using the service. Information on the transition service offered was also
developed. Education of the patient includes providing them with tools, knowledge
and skills to manage their healthcare independently. This may consist of ordering of
medical supplies, medication management to include any interaction with contra-
ceptive management. Educating patients on prevention of deterioration in renal
function, importance on recognizing factors affecting this is also of utmost impor-
tance. In the patient group with bladder reconstruction where part of the bowel is
used, it is essential to educate and clarify the need to perform a serum HCG to
confirm pregnancy when it is suspected [32].

A model of training for our service is illustrated as an example, in Fig. 7.2 [2].

Conclusion

Pediatric patients with complex conditions need long term care as they move on
from children’s services. Long term care is required to prevent deterioration and
detect later problems and complications related to both condition and treatment.
Their transition from pediatrics to adult services should be considered a gradual
process, empowering the young people with skills and knowledge necessary to
independently manage their healthcare. It should be multidisciplinary with
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Fig. 7.2 A model of training for YOU services

pathways in place to ensure a smooth seamless appropriate transition to adult ser-
vices is facilitated. The role of the Clinical Nurse Specialist is instrumental in pro-
viding key worker support, education, and information to patients and their families
prior to and during the transition period. This support enables the patient to be pre-
pared and empowered to take responsibility for their care. The CNS is an essential
bridge between pediatric and adult services.

Engagement and investment from both pediatric and adult services is paramount
to the success of a service. The CNS is ideally placed to connect both services.
Surveys of young people with various chronic conditions have highlighted the need
for transition services, this has been supported by policy documents in the UK [33]
the call to support patients and caregivers during this time has never been greater.
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Barriers to Transition

Wendy F. Bower, D. Michael Whishaw, Caroline Dowling,
and Yves Heloury

Children with complex health problems require multi-disciplinary care. Using the
case of congenital urological disorders as an example, children and adolescents with
urinary tract involvement require care by multidisciplinary teams. At some point as
adolescents or young adults they are moved to an adult service. This is a transfer
from a multiple intervention health model to a single clinician environment during
a time coinciding with other major life changing events.

Failed transition from pediatric to adult care negatively affects health outcomes,
as it is associated with non-adherence to treatment recommendations and increased
hospital admissions [1]. Surrogate markers of the efficacy of transition include the
proportion of patients lost to follow-up, inappropriate or preventable hospital admis-
sions and medication or self-management non-adherence rates [2].
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This chapter outlines the issues facing the pediatric care team, the adult services
receiving the young person and the adolescent and their family during the transition
of care. The aim is to identify current or potential roadblocks that limit healthcare
systems successfully addressing the medical, psychosocial, educational and voca-
tional needs of adolescents who live with their lifelong condition. Instead of a process
focused on service transition and transfer, the intention is to support a holistic concept
of moving young people with congenital disorders into adulthood and
independence.

Pediatric Team

Members of the young person’s pediatric care team develop longstanding relation-
ships with patients and their families. Clinicians from different disciplines have
steered the child through medical and other issues, often since infancy. During
childhood the young person was unlikely to have fully engaged in their own care,
meaning the parents and clinicians jointly managed the condition. As the child
grows this can create reluctance by the pediatric team and the parents to give auton-
omy to the adolescent. At transfer of care, the pediatric team may have reservations
about the developmental readiness of the young person to co-ordinate and prioritize
self-management or to advocate for themselves. The pediatric team may wait to
organize transition until the medical situation is perfectly stable, which, in some
cases may never be realistic. Furthermore, fear about often unfounded but critical
judgement of the pediatric management may delay transition.

In childhood, comprehensive multisystem developmental medical care can be
likened to a hub and spokes principle, where the child sits at the convergence of
various disciplines. Although there is a specific focus on the anomaly, education,
social care, family support and other aspects are routinely addressed. Pediatric team
members may be reluctant to initiate moving the young person into an adult care
model, because of concerns there is no equivalent of an “adult pediatrician” to over-
see both therapeutic and holistic issues. Additionally, reluctance in transferring
young people may be associated with the perception that the adult service is unfa-
miliar with pro-actively managing complex congenital conditions (in some, but not
all, environments, this is true).

The pediatric team is ultimately responsible for effective transfer of young peo-
ple to an adult service. Ideally, team members should start preparing their patients
and caregivers at an early age for transfer of care into the adult environment.
Readiness programs that sequentially build skills around self-evaluation, reporting,
questioning clinicians, articulating needs and engagement in self-management have
been described [3]. This takes the form of systematically building skills itemized in
a readiness checklist at regular allied health appointments and subsequent practice
during medical consultation. The aim of readiness programs is to enable young
patients to become effective partners in their own care, in whichever health system
they are managed. Engaging a child in self-management optimizes treatment com-
pliance. The readiness process can be limited by participation in risk-taking
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behaviors and an adolescent mindset or developmental issues that limit the level of
responsibility that a young person can assume for their own wellbeing.

Transition is problematic when the pediatric team has limited contact with adult
primary provider(s). Communication issues are likely to arise when services are on
different sites or do not share a medical record system. It is challenging to summa-
rize life-long care and management to a clinician whose specialized education has
targeted only adults. Purposefully built links between adult and child services,
shared consultation and staff common to both environments facilitates transition
between care teams [4].

Adult Urology Team

Adult urological teams are hampered by a lack of training in the management of
rare, complex malformations and the management of an adolescent or young adult
population. Urology training does not always include a rotation in a pediatric center
with significant malformation surgery. Clinical information, particularly imaging
and operation records of earlier surgeries, may be lacking or inaccurate.

The general practitioner plays a larger role in care of young people and adults with
on-going urology needs than during childhood. The young person will commonly
need help to self-advocate the timely care they need from a family doctor, who in turn
requires clear communication channels with the overseeing adult care team.

Whilst adults who attend urological appointments are generally able to self-
report important aspects and concerns related to their condition, young people are
new to this kind of consultation. Their childhood experience is care-giver directed
with consultation being family-oriented. Clinicians in the adult service thus require
additional time to gain pertinent information and to develop effective strategies to
manage young people. Collaborative and reactive relationships with young people
represent a new care model for adolescents. Building trust with a new clinician may
take several visits to establish, suggesting that annual review models of care may be
sub-optimal in adolescents. Unless specifically questioned, unmet psychosocial
needs that influence self-management may be missed.

Young people often worry about their most intimate body parts, about how they
look and function. Such worries can lead to withdrawal, low self-esteem, depressed
moods and anxiety [4]. Psychological difficulties are intimately related to physical
condition. Young people with limited mobility and altered employment prospects
may perceive themselves as unequal to their peers. Childhood services provide a
degree of psychological support; however, adult services often deal only with the
urological issues and are generally resource poor in terms of mental health interven-
tion, social support and psychological assistance.

Individuals who have urinary tract dysfunction commonly report co-existing
sexual issues and impaired continence, all of which impact on self-esteem and sexu-
ality. Using the Spina Bifida population as an example, erectile dysfunction occurs
in up to 25% and can be multifactorial in nature. Those with higher level lesions
(higher than T10) may have fertility issues [5].
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Adult services will need to discuss sexual issues, including fertility and safe sex
practices. These conversations need to be introduced at a developmentally appropri-
ate age and time and are unlikely to have been raised in the pediatric environment.
Many transitioning adolescents with congenital anomalies haven’t had the exposure
to sex-education either formally or informally. Many parents choose not to think
that their child is developing into an adult and this includes “sexuality.” In the past
sexual information has been prioritized only if the client has a “partner.” However,
safe sex, family planning, and ensuring that sexual activity includes more than just
penetrative sex are areas that are now more routinely discussed. Some services
advise on what to look for in a professional organization and alternatives such as
virtual reality sex and specialized sex toys for both men and women.

Most successful services will have nursing and ancillary support staff to bridge
the transition gap. These team members often know the young adult from the pedi-
atric setting and attend the adult consultations with the young person on several
occasions. Without this team- member-in-common, transition services may lack
communication, troubleshooting, product advice, appointment follow-up and a
familiar person for the adolescent to contact. Transition nurses, in particular, ensure
a youth-friendly environment by preparing relevant education material, resourcing
clinics with appropriate products and devices and offering care for a range of
unplanned needs. As transition is a process, joint services between the pediatric and
adult specialist will extend for 2 or 3 years with clinics initially in the pediatric
hospital and later in the adult service.

Adult clinicians accepting young people with on-going complex needs may be
disincentivized by lack of financial support to undertake complex and time-
consuming work which comparative to other sub-specialist areas is less well funded.
Funding models are country specific, but in general funding for these complex
patients tends to be less than for some other less complex or higher turnover special-
ties. Along with the challenging nature of the physical and psychological issues in
transitioning young adults, there appear to be vocational and financial disincentive
for some adult practitioners to assume transfer of care.

Young Adult

Young adults living with chronic disease are establishing independence and auton-
omy, often making changes in living arrangements and moving from full time-
education to work, vocational or higher education. This may occur against a
backdrop of neurodevelopment or mobility limited by the underlying condition.
During this period patients commonly prioritize “normal” behaviors and body
image above appropriate care for their medical condition. As consumers of health
care, they commonly choose to attend review consultations only if they see immedi-
ate benefit. Unfortunately, long-term regular surveillance for early markers of
potential complications may not fit this mindset.

During childhood, the family and pediatric team have likely driven care and adher-
ence to intervention and management strategies. With early adulthood comes the
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need to self-advocate and react appropriately to signs of significance or deterioration.
Families are reluctant to withdraw oversight until the young person is able to assume
responsibility for taking these steps in managing their disorder. In reality, families
have a lifelong role as “‘second in command,” but need to facilitate the patient assum-
ing as much accountability as they are able for self-management of their condition.

Some individuals have difficulty prioritizing or implementing treatment regi-
mens. This may coincide with poor health literacy, perception of conflicting infor-
mation or differences in service provision between pediatric and adult environments.
With little or no relationship between a transitioning adolescent and the adult care
team it becomes easy for young patients to opt out of surveillance programs and to
be lost to follow-up by the new service. This may be compounded by geographical
distance from adult service clinicians, difficulty with transport and business hours
appointments offered by the relevant medical teams.

Family

Families, usually parents, will probably have had a direct relationship with clini-
cians throughout their child’s life, potentially across several medical disciplines, but
often within one health facility. Although the objectives of care remain similar the
adult care model is more likely to be fragmented, and often spread over a number of
care centers, making service provision more difficult to co-ordinate. Responsibility
for this co-ordination is more likely to fall upon the parents/young adult.

In some countries allied health services may have been provided and funded
through the Education Department at schools. This service co-ordination and fund-
ing ceases on entry to adult services. Information handover is often poor. One com-
mon strategy is to encourage parents to gather as much documented information as
possible to take to their new adult service.

The obligatory transfer of patient care from a unit with whom the family has
established trust and understanding means new relationships must be established. In
many cases clinicians in the adult services will have less experience of working with
families.

There is a need to prepare children for assuming whatever level of self-care their
condition allows, from as early as possible. Most parents will be keen to consider
future financial independence and vocational experiences for their child, but will
often be in need of guidance in these areas. Then, as the young person moves into
adulthood parents are relegated to a less prominent role. Probably for most, this is a
complex and emotional transition.

There may be conflicts between life-long care-giving and advocating for their
child versus potentially impeding an adolescent’s developing autonomy, indepen-
dent decision-making and self-care [6]. Parents may have difficulty relinquishing
responsibility for oversight of care, particularly when adult team and safety net
practices are poorly understood or unknown. This concept becomes more challeng-
ing where the transitioning young person has an intellectual difficulty or border-line
competency making decisions.
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Placing the young person, not their disorder, at the center of transition will assist
families in progressively relinquishing certain tasks and responsibilities. However,
some patients will continue to have significant dependency for certain care needs
previously catered for by a parent, such as catheter and bowel management. At least
for a while parents will continue this responsibility, but for many young adults,
parental care will become socially challenging, at times unacceptable; this will cre-
ate a demand to explore alternative strategies.

The transition from being a “minor” to being an adult also has legal consequences
for the parents. Indeed, there may be limited recognition of their changed legal sta-
tus within the doctor-patient relationship and the threat of violating patient confi-
dentiality may become an issue. Parents often feel that they still have a ‘right’ to
know what is going on with their child and whilst it may helpful to have them
informed (as they can support their child) the young adult can block this and needs
to know that they are the one who has the ‘right’ to information and confidentiality.
This can be very uncomfortable for a parent when they encounter it for the first time.

Transition is a time when the emotional needs of families may change. This may
revolve around many fears, including potential consequences of relinquishing con-
trol, and even a fear that their child might be the subject of exploitation, e.g.,
socially, financially or vocationally. A good transition process will address these
issues.

Facilitating Successful Transition

Table 8.1 summarizes key aspects of service provision that will optimize success of
transition and transfer. Recommendations are listed chronologically, and it can be
seen that a positive expectation of transfer of care can be developed from an early
age.

Summary

The ongoing care of a young person with lifelong needs extends beyond the just
their diagnosis or the organ(s) directly affected.

Complex medical, psychosocial, educational and vocational needs co-exist and
impact treatment adherence and efficacy. The move from a childhood to adult health
service can be optimized by focusing on what matters to the young person and their
family. The aim is to support a level of independence in adulthood that the underly-
ing condition permits.

Attention to building systems that closely link pediatric with adult care teams
will improve communication, build knowledge and surveillance skills, allow the
young person to build new health care relationships and support the natural progres-
sion to greater self-monitoring and timely help-seeking.
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Table 8.1 Identifying and solving the common barriers to successful transition

Problem

Prevention

Transfer comes as a surprise

Eventual transfer of care to an adult team presented as a normal
expectation during childhood

Transfer induces fear

Care by an adult team presented as a positive progression for
best long-term management from an early age

No transition before transfer

Providing time for the young person to adjust expectations of style
of care; creating the opportunity to develop new relationships

Young person not ready to
move from pediatric care
model

Childhood readiness programs being part of allied health care
from early years

No familiar face in adult
service

Appointment of a specific person in adult service to coordinate
the transition process and to attend appointments jointly with
young person prior to actual transition

Different service location

Consider age appropriate environment, with optimal access by
public transport, flexible consultation hours, use of
telemedicine and electronic communication

No multi-disciplinary teams

Co-opt nurses, psychologists, social workers, and transition
coordinators to assist patients to optimise eligibility and access
to community services.

Communication between
teams

Transition service delivered jointly by members of both the
pediatric and adult teams. Full access to complete medical
records. Individual case discussion with childhood caregivers.

Reactive consultations new
to young person

Begin to teach patient how to self-report important aspects of
their condition from teenage years or earlier

Adult care model requires
autonomy

Families to empower children to be able to take on aspects of
organizing themselves to attend appointments, notice early
complications or when medication is needed, plan ahead to
order supplies of consumables etc.

Isolation; different to peers

Link young people into support networks of similar disorders
or across conditions

Primary care under utilized

Ensure GP access to relevant information about the young
person’s condition and care plan
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Developmentally Appropriate
Adolescent Health Care: An Essential
Prerequisite for Positive Transition
Experiences

Deborah Christie and Gail Dovey-Pearce

Introduction

As a direct result of improvements in medical care, therapy regimens, and advances
in medical technology the number of young people with chronic illness and/or dis-
abilities surviving into adulthood is increasing [1, 2].

The organizational boundary between children’s and adult services remains the
starting point for many clinicians, managers and researchers focusing on structural
boundaries and the changing landscape associated with adult services. There is a
common assumption that transition should start around 16. For example, in the UK
National Service Framework for children, young people and maternity services the
emphasis is for pediatric services to retain responsibility for young people until
their 16th birthday, if not till 18 years [3].

The majority of current transitional care models are located within disease
specific specialist teams based in hospital-based clinics [4]. Professional guide-
lines from the UK [5-8], USA [9], Canada [10], and the World Health Organization
[11] address the need for transition in adolescence and adolescent health and
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propose parameters for what transition programs could and should look like. The
UK Department of Health published guidance that is freely available on the
internet [12], whilst McDonagh [13] reviewed 232 papers summarizing the lit-
erature and producing a toolkit to enable the planning and implementation of
transition services.

However, this traditional focus on ‘healthcare transition’, as the 2-3 years
around the move between child and adult services, offers a limited and unhelp-
ful perspective. It is essential to see transition as a key component of overarch-
ing, developmentally appropriate healthcare (DAH) for adolescents and young
adults. DAH requires an approach by healthcare professionals who understand
and respond to the changing biopsychosocial and developmental needs of
young people, embedding individualized healthcare, health education and
health promotion, by engaging effectively with each young person and their
carers [14].

Within the literature and chapters of this volume, DAH is closely linked to the
concept of transition and in providing DAH, transition and transfer will be addressed
as these needs arise.

...if we had true age and developmentally appropriate adolescent health services, incorpo-
rating all facets of adolescent health, transition would flow naturally. As this is not yet the
case, it is important to understand concurrent adolescent developmental issues in conjunc-
tion with chronic health issues [15].

DAH is the “key principle underpinning the practice of adolescent medicine” [16]
supporting the care of young people from early adolescence through to young adult-
hood, with transition and transfer as distinct aspects of this more broad conceptual-
ization and process. Whilst there will be some specific needs—related to diagnosis
and treatment—in order to better understand, define and operationalize DAH,
researchers and clinicians must consider the existing and emerging evidence about
adolescent development, looking to fields such as psychology, sociology and
neurobiology.

Within the field of developmental psychology, for example, “emerging
adulthood” has been described as a developmental phase in Western societies
between late teens and early 20s. It is characterized by feelings of ambiguity
and experimentation as young people strive towards abstract goals, such
as responsibility and independence. Concrete markers that once delineated
adulthood such as marriage and childbirth, now tend to happen later in life.
Within neurobiology, new evidence relating to the development of brain areas
associated with social behaviors might support openness to social stimulation
and the importance of peer acceptance as key components if young people are
to “strike out” from their family of origin. This evidence may also underpin
risk-taking and reward-seeking behaviors that can enable adolescents to try
different experiences and explore the costs and consequences; necessary for
their development of self-determination and identity. Such theories help to
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contextualize young people’s thoughts about illness, well-being and self-care
behaviors as much as other cognitive and behavioral domains. Experimentation
and oscillation in social behavior is also observed in patterns of self-care. The
ambiguity for young people around what marks the boundary between child-
hood to adulthood is mirrored by a perception of one’s self as a young, vital
being balanced against the challenges of a long-term health condition more in
keeping with “old age.” The importance of peers and social referencing has
been explored as a useful intervention for health teams (e.g., peer mentoring)
but also means that young people often wish their condition ‘away’ in their
desire to be “normal.”

Adolescence through into young adulthood is, therefore, a unique and criti-
cal period of development when specific prevention and intervention strate-
gies may still alter trajectories and decrease threats to health along the adult
life course. However, unmet health needs and disparities in access to appropri-
ate care, health status and mortality rates are high. Young adults between 18
and 25 years of age experience higher rates of mortality and unplanned preg-
nancy, and lower access to health care compared to those immediately younger
(10-17 years of age) and those immediately older (26-30 years of age). As the
disparate health status and the biological development has become known,
young adulthood is increasingly seen by international and United States ado-
lescent and young adult health researchers as a vulnerable developmental
period, and therefore, in need of specific focus and attention [17, 18]. The
change of emphasis in relation to health condition focuses on greater resil-
ience, self-care, integrated support from services and embedded social support
[17, 19]. These factors mean that the time when young adults move away from
their parental home to independent living can be fraught with challenges.
Evidence suggests that those young adults that do the worst are those who
have not had attention paid to the complex balancing act between medication
demands, hospital appointments, work and social activities, nutrition and key
tasks of development [18]. This chapter provides an overview of the better
evidenced approaches and interventions within “adolescent medicine,” includ-
ing some specific to the process of transition. These approaches include how
to think about and assess whether a young person is ready to cope with the
multiple and changing healthcare challenges as they move from adolescence
to adulthood.

Approaches and Interventions to Support
the Provision of DAH

There remains a lack of evidence for ‘what works’ in adolescent medicine,
DAH and transition, which continues to create a challenge for those tasked
with putting policy into practice. Despite the constant flow of reviews,
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articles and commentaries on transition, in the last decade, the body of evi-
dence describing service development has not grown at anything like the same
rate as the number of young people who are now 10 years older and ready to
transfer to adult services. It is suggested that the field remains constrained by
a reliance on descriptive rather than evaluative studies and poor research
design. A key weakness is the continued focus on a 2-3-year window around
transfer and the lack of debate about what constitutes successful, long-term
outcomes for young people managing their health condition in the context of
their daily life.

A recent 5-year, UK study of health service provision and healthcare outcomes
for young people aged 14-18, with LTHCs attempted to address some of these
research design issues [20-22]. The authors concluded that ‘healthcare providers
working with YP should understand their individual needs and coping strategies
allowing a personalized approach to their clinical care.’

In looking to provide such a person-centred approach, they found initial
evidence to support a focus on three aspects of service provision for young
people:

e promoting the young person’s confidence in their ability to manage their health
and wellbeing,

e supporting appropriate parental involvement (i.e., that meets the needs of both
the parent and the YP), and;

e facilitating a meeting with the adult team before the transfer between
services.

Developing Confidence in Self-Management
and Healthcare Self-Efficacy

The development of self-management skills is associated with positive medical out-
comes e.g. metabolic control, self-efficacy, and quality of life is improved in adoles-
cents with diabetes taking part in self-management, education and coping skills
training programs [23-26]. A key component of self-management is to ensure that
young people have

(a) an awareness and knowledge of their medical condition

(b) an understanding of the rationale behind the recommended therapeutic regi-
men and

(c) consequences of selecting to follow a regimen of their own choosing.

Perceived self-efficacy rests upon the beliefs that a person has about their ability
to manage the impacts of the events affecting their lives. It shifts and changes over
the course of life, and is influenced by personal experience of managing events, see-
ing (at close hand) others coping with tasks, encouragement from peers and others



9 Developmentally Appropriate Adolescent Health Care: An Essential Prerequisite... 89

in their social network and the awareness of internal responses (such as emotions)
that can reinforce a sense of achievement or highlight potential vulnerabilities [27].

In order to help young people develop self-efficacy in relation to their health and
wellbeing, the working relationship between the HCP and the YP is key. YP want
their HCP to be interested in them as a person and not just in their medical need(s)
above all, they must be perceived as approachable and trustworthy by the YP [28].
With such a rapport in place, the HCP is then in a position to be one of the people
helping the YP develop the knowledge and skills they need to self-manage their
care. This will include being able to identify signs and symptoms of emotional or
physical health need, in addition—developing their confidence (in their own ability)
to manage those needs—i.e., their healthcare self-efficacy. As part of this the YP
will come to understand their own coping skills and strengths. Permission and part-
nership will allow a YP to have some trial-and-error experiences, knowing that they
are able to ask for support when required. The HCP needs to consider that a YP will
have competing priorities, such as academic and social pressures—this will help to
contextualize the YPs decisions and responses, including the ones that are seem-
ingly at odds with optimal self-care.

The HCP is only one person that the YP draws upon for support. Family mem-
bers are the most central source of support and advice, including for health issues;
peers also feature strongly in an adolescent’s network [29].

Appropriate Parental Involvement

An earlier study found that one in three health professionals identified parental dif-
ficulties during transition, with successful transition influenced by parental and
family factors [30]. Taking a step backward and encouraging independence is a
challenge for many parents of adolescents that is made much more challenging by
chronic illness and/or disability. This is certainly a view held by many adolescents.
In a survey, 44% of adolescents with sickle cell disease stated that transition pro-
grams should offer “ways to help parents let their adolescents grow up!” [31].

A DAH approach would require HCPs to steadily encourage young people to
take time and develop the skills to take an active part in consultations, indepen-
dently of their parents. This will include practices such as: speaking directly to
adolescents during the consultation, ensuring that their questions are ascertained, as
well as those of the parents; having a small amount of time alone with younger
adolescents, with this time increasing as they get older and more confident; and staff
having the confidence to talk to young people about issues of increasing relevance,
such as managing risks of experimental behaviors, exploring relationships and sex-
uality, discussing social media pressures etc. HCPS need to have the confidence to
do this and may require support and training. They will need to have an awareness
of other available services locally, to be able to signpost a YP to. The healthcare
team cannot be specialist in their medical area and know all about issues of housing,
sexuality, or education, for example, but will need to know who to contact or where
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information can be found. As well as individual HCPs having skills, information
and confidence, managerial and organizational factors can also support the delivery
of DAH, with practices such as offering all YP the opportunity to be seen alone use-
fully becoming part of the cultural norm within whole teams or departments, rather
than being viewed as specialist practice. The parameters around confidentiality and
consent need to be clearly understood by staff and explained to families, so that YP
and parents can feel reassured about this steady change in emphasis and practice.
Sometimes, young people will need support and encouragement to manage this
shift and sometimes the parents will need to be reassured. This approach does not
mean that parents are excluded from their young person’s care. Some 15-year-olds
will come to their consultations alone and some 21-year-olds will want their parent
with them, even when transferred to adult services—healthcare teams need to create
an individualized feel to care that makes either situation feel right for a patient.

Meeting the Adult Team

For those YP moving from child to adult services, the Paediatric health care teams
are ideally placed to introduce ideas of independence and confidence. This will be
best achieved by not asking how a single transition point should be managed but
how best to meet the needs of the young person at each stage of development. Young
people who have close working relationships with team(s) have less anxiety about
the move to adult services, increased perception of improved coping and as a result
they need less formalized support. As part of the transition process the team should
enable the development of self-management skills which should parallel the psy-
chological, emotional and cognitive development of the young person. The team
should also take into account the family and social situation [32].

Even if the team completely changes when pediatric and adult services are cul-
turally aligned, families can still experience a smoother and manageable transfer.
Joint working and structural integration alone do not guarantee this alignment and
it has been reported that clinical leadership and a commitment to adolescent health
appear to be the additional active ingredients in services exhibiting highest levels of
cultural continuity. Enabling families to manage the move and negotiate the cultural
differences between teams is also central [33].

Having a Key Worker

Liaison personnel in both pediatric and adult teams, one of whom could usefully be
a key worker/named worker throughout transition, should be identified for each indi-
vidual and remain available to the YP until transition is successfully completed [34].
This kind of service development will have resource implications in terms of clinic
space and/or time in addition to staffing levels, particularly for those practitioners not
working within a multidisciplinary team. There is a requirement for multi-disciplin-
ary and/or multi agency involvement especially for complex cases and teams.
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Clinical Tools to Support the Provision of DAH

Young people are clear that they don’t wake up one day feeling “ready” and even if
they did, they may well change their mind the next day. Assessment of ‘readiness’
is not a unitary construct but rather requires an ongoing process over time. A recent
systematic review [35] reported on ten tools specifically designed to “assess readi-
ness.” Seven were disease specific and three generic. Only the TRAQ (Transition
Readiness Assessment Questionnaire) demonstrated adequate content and construct
validity as well as internal consistency. The TRAQ is only designed to assess the
concept of self-management and self-efficacy as described above and does not
address the role of parental involvement or the development of a relationship with
the adult team and its members. The authors would argue, strongly, that completing
this as a one-off exercise at a predetermined age can only provide ‘snapshot’ view
and thus violates good adolescent health principles. Questions about self-
management and efficacy must be explored on a regular basis—and at the very least
yearly from the point at which the young person starts to see themselves or be seen
by others as a young adolescent.

Health Passports

There is enthusiasm for young people to be provided with a health planner (often
described as a health passport) to record medications, treatments, school, activities
and healthcare appointments, which serves as a portable and accessible health sum-
mary for the young person to take with them when they meet new teams. A relatively
recent study of 50 young people found that young people said their ‘health passport®
was “helpful”, especially with planning and organizing their healthcare [36].
However, they did not use it all of the time. The most frequent use was just before
and after their move to the adult service. A combination of being busy in other areas
of life and feeling that the HP was too big, meant that people thought it was hard
work and didn’t always use it. Young people seemed to use the HP in short but useful
bursts and only used the sections relevant to them. Support to use it was key: e.g. help
filling it in; the doctor asking to see it in clinic. Overall, young people showed a
‘modest use” of the HP and to be useful it needs to be built into the consultation with
the doctor rather than it just being left to the young person to complete. This is mir-
rored by the young people’s work within the Transition research in the UK [37]. In a
small-scale, exploratory survey, they elicited the views YP who had co-developed
health passports for use within their service. Even having co-designed these tools, the
YP said that they were “sometimes” useful but that they rarely remembered to take
them to clinic, and that maybe the HCP and parents had more use for them. The
emerging published findings and anecdotal evidence suggest that a wider investiga-
tion of the use and utility of hand held health records for YP is needed.

The Department of Health’s “You’re Welcome” self-assessment framework is
another useful resource for all health services looking to be acceptable and acces-
sible to young people [38].
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There also standardized screening tools such as HEADSS [39] or the more cur-
rent SSHADESS, which emphasizes strengths [40, 41]:
The SSHADESS Screen

e Strength

e School

* Home

e Activities

e Drug/substance use

* Emotions/eating/depression
* Suicidality

e Safety

Psychosocial Interventions

There is also limited evidence relating to the positive effects of psychosocial inter-
ventions designed to support transition. Data suggest benefit is only sustained for as
long as interventions are provided and that the small number of studies, carried out
in a number of different countries, make it difficult to ascertain the general applica-
bility of any findings. Another challenge is that, to date, studies focus on narrow
health outcomes rather than outcomes reflecting a holistic definition of transition, or
(importantly) outcomes defined by young people. What an adolescent defines as a
‘health outcome’ may bear no relation to the outcomes defined by health care
professionals.

More comprehensive and conceptually clear research is required. Also needed is
a focus on the organizational and commissioning approaches that are central in
underpinning long-term improvements within the field.

The Importance of Organizational and Commissioning Structures
to Support Clinical Work

In a scoping review of studies reporting ‘transition interventions’, current evidence
for practice was evaluated alongside how these practices become embedded within
healthcare systems. Normalization Process Theory (NPT) is an evidence-based the-
ory approach to evaluating how complex healthcare interventions become part of
routine practice (i.e. normalized). Original studies were evaluated as to how far they
showed consideration of four elements of NPT: (1) coherence (is the service per-
ceived as valuable by service users and useful by the providers?); (2) cognitive
participation (do staff think the work is a legitimate part of their role and do they
support it over time?); (3) collective action (how does the work get done in the clini-
cal context?); and (4) reflexive monitoring (how is the work formally evaluated and
informally reflected upon). Most studies gave descriptions of interventions they
were evaluating but reported little information about these aspects of service
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sustainability. Studies gave some account of the perceived value of interventions but
there was little description of how staff incorporated the work into their existing
roles. The focus was on individual champions and coordinators, with clear risks
around sustainability and equity of provision.

The Colver et al. study [20] also concluded that there are important organiza-
tional and commissioning approaches that are required, to underpin the fundamen-
tal, clinical work. In terms of commissioning structures, YP’s healthcare provision
should involve fundholders (e.g., insurers or health commissioners (UK) of both
child and adult services and that they should be commissioning a framework to
provide DAH across healthcare organizations). Organizationally, institutions should
adopt a wide approach to implementation of transition and young people’s health-
care. A Transition Steering Committee—or similar set up, chaired by a Transition
Coordinator, is one suggested means by which to facilitate this. Further, pediatric
clinicians should plan Transition procedures jointly with the relevant named adult
clinicians and general practitioners.

Prioritizing adolescent health training and incorporating it into all aspects of
professional healthcare training is essential and long overdue. Good examples of
training resources exist—(e.g., European training in effective adolescent care and
health (EuTeach [42]) and E-learning for Health, adolescent health module)—but
more needs to be done to ensure widespread access to training for healthcare profes-
sionals across child and adult services [14].

Current training in adolescent health and transition, in pediatrics and adult medi-
cine, is still not fit for purpose in the UK and many other countries. For example,
just under half of health professionals working in rheumatology clinics are unclear
about transitional care issues, are ambivalent about their role and identify signifi-
cant training needs [30, 43, 44]. Lack of training in adolescent development and
health care has been reported as a major barrier to the implementation of transition
[32]. Whilst specific health needs of adolescents have been clearly acknowledged
and extensively documented [45—-49] few pediatricians have received specific train-
ing in adolescent health.

Conclusion

Reid et al. have pointed out that the issues of transition are “discussed frequently ...
[but] studied rarely” [50].

Even though a number of chapters in this book attempt to do so, it is time that
instead of trying to provide a good ‘transition’” we concentrate on ensuring that
pediatricians and adult physicians improve their understanding of adolescent and
young adult development and provide “good adolescent and young adult health-
care.” There have been attempts to make this happen. The Children and Young
People’s Health Outcomes Forum is an independent group of experts from local
government, the NHS and charities helping to develop a new strategy for improving
care. In July 2012, they recommended four new indicators for inclusion within the
NHS Outcomes Framework. Two of these are: (1) effective transition from children
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Table 9.1 Basic principles Provide developmentally appropriate care
of Adolescent Health and

Medicine

Enhance patient autonomy

Ensure collaboration between healthcare providers
Teach skills of negotiation
Gradation of responsibility to the adolescent

Provide community resources

Designated professional who takes responsibility for
transition

Provide patient a portable summary of their healthcare
needs

Have current transition plan documented

to adult services and; (2) age-appropriate services, with particular reference to
teenagers.

More recently in 2014 the Care Quality Commission (CQC) published a report
on transition with a key quote:

... good transition arrangements may raise a provider’s rating, and poor practice may
reduce it. We may take action in cases where arrangements are so poor that they pose a risk
to the quality of care experienced by people who use services [51].

Rather than continually reviewing transition we should encouraging young people
to become “independent managers of their health care personal mastery!!” [52].

Numerous guidance documents contain suggestions for addressing the develop-
mental needs of young people that have been overlooked by focusing on the organi-
zational matters of transfer. We agree that all young people should know well in
advance that the location of their care will change and preparation for this should
happen. However, we propose that this should occur as a matter of course, embed-
ded within a framework of quality adolescent and young adult healthcare. The way
in which we do this is enshrined in the Society for Adolescent Health and Medicine
[53] (Table 9.1).

What Needs to Be Done
Adolescent Healthcare Provision: Key Practice Points

* Professionals working with young people (aged 11-25) should seek additional
training in adolescent health and development (e.g., http://www.e-Ith.org.uk/
projects/adolescent-health/. and http://www.unil.ch/euteach)

e Making Healthcare Work for Young People: A Toolkit to support delivery of
developmentally appropriate healthcare in the NHS (https://www.northumbria.
nhs.uk/sites/default/files/nhs-making-healthcare-work-web.pdf)

*  Young people will want to discuss their health condition in the context of their
daily life


http://www.e-lfh.org.uk/projects/adolescent-health/
http://www.e-lfh.org.uk/projects/adolescent-health/
http://www.unil.ch/euteach
https://www.northumbria.nhs.uk/sites/default/files/nhs-making-healthcare-work-web.pdf
https://www.northumbria.nhs.uk/sites/default/files/nhs-making-healthcare-work-web.pdf
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Individual time within the consultation separate from parent(s)/carer(s) should
be offered to young people, based on their readiness and preference.

The parameters of confidentiality should be discussed with young people in the
first consultation, with reminders at periodic points throughout adolescence.
Parent(s)/carer(s) will continue to need to be involved to support the young
person.

Skills in facilitating this triad of communication (young person-parent(s)/
carer(s)-professional) are required by health care professionals, in order to co-
create the agenda of the consultation.

Future research needs to capture the detail and complexity of interventions per-
taining to the more nuanced, developmental aspects of young people’s health-
care. There has been a call [54] for future research to be led by staff trained to
work with young people and with a nuanced knowledge of the barriers that
impact negatively on their care.
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Urologic Care
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Introduction: Managing Complex Patients Well

In 2002, the American Academy of Pediatrics (AAP), American Academy of Family
Physicians (AAFP), and American College of Physicians—American Society of
Internal Medicine (ACP-ASIM) published a consensus statement in the United
States defining the need for transitional care for pediatric patients with special
health care needs. They acknowledged that this process should be fluid and ever-
changing depending on the individual’s unique needs and evolving maturity level.
Most importantly, they outlined that “the goal is to maximize lifelong functioning
and potential through the provision of high-quality, developmentally appropriate
health care services that continue uninterrupted as the individual moves from ado-
lescence to adulthood. It is patient centered and its cornerstones are flexibility,
responsiveness, continuity, comprehensiveness, and coordination” [1]. This state-
ment was mirrored by the Healthy People 2010 goal that all young people with
special health care needs would receive the services needed to make necessary tran-
sitions to all aspects of adult life, including health care, work, and independent liv-
ing [2]. Based on 2005-2006 data from the National Survey of Children with
Special Health Care Needs, only 13.8% of children with special health care needs
aged 12-17 years received their care in family-centered, comprehensive, and coor-
dinated systems, a goal which Healthy People 2020 strives to increase to 15.1%,
still a far cry from ideal [3, 4].
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How Are We Doing in General?

Recent data estimates that among US youth population aged 12-18 years, the spe-
cial health care subset comprises 4.5 million or 18.4% of their age group.
Unfortunately, of those youth, only about 40% met the national transition outcome
based on the 2009-2010 National Survey of Children with Special Health Care
Needs [5]. The survey also found that those youth whose activities are significantly
affected by their condition have a higher likelihood of not meeting their transition
outcome (OR: 1.90, 95% CI: 1.59-2.26) and a higher likelihood of not being usu-
ally or always encouraged to take greater responsibility for care. Additional sub-
groups lagging in successful transition were males, blacks and Hispanics, patients
from low-income backgrounds, patients with mental, behavioral or developmental
conditions, patients who did not live in a medical home, and patients lacking insur-
ance coverage. The study also revealed that many parents did not see the need for
beginning transition preparations until their child was a long way into adolescence,
this probably hinders successful transition.

Acknowledging these gaps in care, the AAP published their report entitled
“Supporting the Health Care Transition from Adolescence to Adulthood in the
Medical Home” [6]. The report incorporates expert and consensus opinion to edu-
cate and train health care teams on how to develop, support, and sustain an effec-
tive transitional care plan. They advocate that transition from child- to adult-centric
care should optimally occur between the ages of 18 and 21, depending on the
individual patient and institutional guidelines. Their transition process begins at
12 years of age and focuses on four specific necessary components to effective
transition: (1) discussing the medical home transition policy, (2) initiating a tran-
sition plan, (3) reviewing/updating the transition plan, and (4) implementing an
adult care model. The report provides a timeline as well as an algorithm for man-
aging as well as implementing the transition process to be used by the health care
practitioner, while also informing and setting expectations for patients and their
families.

How Are We Doing in Urology?

Urology patients with special long-term care needs may struggle throughout the
spectrum of transition. Many of the time these patients have very intimate or private
and less visually apparent chronic medical concerns such as bladder exstrophy,
prune belly syndrome, and disorders of sexual development. There are also those
patients with spina bifida or intestinal reservoirs, who may have ambulatory limita-
tions and/or require medical supplies for continent or incontinent urinary and/or
bowel management. Many of these patients will be nearly to completely indepen-
dent with their care by the time they reach adulthood. Despite this, the new environ-
ment of an adult hospital, the challenges of acquiring medical supplies, and the
confusion of navigating the health insurance maze require education and assistance,
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which the transition process should provide. The previously foreshortened lifespan
of many of these patients also poses its own challenge, as few adult urologists are
equipped and comfortable managing these patients as they transition from child-
hood. Medical records including prior operative reports for these patients can be
challenging to access, and patients may be unfamiliar with the specifics of their
operations. In addition to inconsistent medical histories and lack of comfort with
these patients, adult urologists are often ill-compensated for the lengthy clinic visits
this patient population often requires, posing a challenge for patients to find a ‘will-
ing’ adult urologist and establish a lasting rapport.

Reacting to the lack of introspection and research on the transitional process for
children with congenital genitourinary conditions, the National Institute of
Diabetes and Digestive and Kidney Disease sponsored a workshop to assess the
current models being employed and the need for research on these models within
urologic transitional care [7]. As a framework for quality improvement of transi-
tional urologic care, they identified six areas of opportunity for improvement, as
published by GotTransition.org (Table 10.1): (1) create a transition policy, (2) track
and monitor the progress of transition, (3) assess readiness for transition, (4) plan
for transition to adult care, (5) transfer to adult care, and finally (6) integrate into
adult care [8]. The workshop convened experts from all fields interacting with
patients with congenital genitourinary conditions, as well as the patients them-
selves, and asked the attendees to identify areas where they had seen barriers to
care. Again, limited access due to health insurance coverage and healthcare financ-
ing was seen as an impediment to care. Physical access, either due to remote loca-
tions or limited mobility status, was also seen as a concern in some practice
environments. Despite the recommendations from the AAP and Got Transition,
only 68% of patients were found to have a written transition policy, with only half
of those regularly assessing and modifying those processes [7]. In addition to the
aforementioned barriers, the workshop identified psycho-emotional barriers, such
as resistance on the patient or provider’s part to relinquish the relationship, and
educational or training barriers, such as limited expertise amongst adult care prac-
titioners. Furthermore, as the World Health Organization’s International
Classification of Functioning, Disability and Health model, the Healthy People
2020 initiative, and Woodhouse acknowledge, high-quality care does not stop at
healthcare, but rather should also extend to the activities, social participation, and
environmental factors that need to be addressed to aid an individual’s transition
into a fully functional adult in society [4, 9, 10].

Ideas for Improvement

When striving for improvement, change agents must conceptualize an ideal state to
work towards. In their consensus statement on Healthcare Transitions, the AAP,
AAFP, and ACP-ASIM identified six critical steps essential to a successful
transition:


http://gottransition.org
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1. identification of a healthcare professional responsible for the continuous transi-
tional process,

2. developmentally appropriate healthcare transitional services,

3. an accessible, portable, and up-to-date healthcare summary,

4. a comprehensive, written transitional care plan collaboratively developed and
updated by the youth and their caregivers, including required services and
financing,

5. equitable guideline-based primary and preventative care, and

6. affordable, continuous health insurance coverage throughout the transition pro-
cess and beyond [1].

The timing of when transition should be initiated is unclear. Though the consen-
sus statement proposes the age of 14, individuals may have varying levels of matu-
rity and cognitive development, thus criteria have been developed to attempt to
assess when this process may begin. The refined “Am I ON TRAC for Adult Care
questionnaire” assesses readiness of adolescents with special healthcare needs for
transition from pediatric to adult health care [11]. Am I ON TRAC can be used at
initiation of transition, as well as, during the transition to evaluate appropriateness
to progress further along the transitional journey and to both predict and determine
successful transition.

From a broader health-care transitions scope, Vaks and colleagues healthcare
delivery innovation lab sought to answer the problem of delivering more affordable
and effective transitional care [12]. Combining an extensive literature review with
observations and interviews of successful transition programs, the group developed
an evidence-based prototype of an ideal transitional care model which was then
iteratively reviewed by researchers, clinicians, and adolescent patients. Three main
pillars of coordinated care were identified as:

1. Building and Supporting Transition-Specific Self-Management Skills,
2. Engaging the receiving team, and
3. Guiding patients and families through the transition.

The team then provided solutions, such as the use of coaching, web-based ther-
apy and telemedicine, along with a pre- and post-transfer checklist (Tables 10.2 and
10.3). Additional research is needed to validate this concept in larger populations, as
it lacks elements such as addressing insurance coverage, however, it does provide a
thorough model with which to begin to manage the youth to adult transition.

Prior et al. propose using the “Triple Aim” framework for evaluating transitional
care models to determine their efficacy [13]. As this realm of healthcare is relatively
new and ripe for innovation and reform, using the “Triple Aim” model offers a
unique opportunity to both optimize and examine patient outcomes in regard to
population health, patient experience, and cost. Prior’s work illustrates, however,
that many existing interventions and evaluative instruments neglect to address all
three of the “Triple Aim” healthcare domains. The need to prioritize patient experi-
ence and population health is mirrored in a consensus statement on what constitutes
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Table 10.3 Pre- and post-transfer checklists

Pre-Transfer checklist
¢ The young adult and family are aware of the upcoming need to transition to adult-
oriented care

e The young adult and family have agreed on their respective roles in the patient’s care
going forward

* Potential insurance changes and their implications have been discussed

* The young adult and/or family has appropriate self-management capability including:

— Activation and confidence for disease management

— Knowledge: e.g., understanding of diagnosis, medications, treatment plan,
understanding of what symptoms to watch out for and who to call if they arise,
understanding of the impact of high-risk behaviors on their health in the context of
their chronic illness

— Skills: Able to make appointments, fill prescriptions, communicate with the
healthcare team, etc.

* Comorbid anxiety and depression are not present or, if present, the young adult is stable
and receiving appropriate treatment

e The young adult has a concise and up-to-date complete medical summary including an
active problem list, technology settings, medications, and plans for next steps of care

* Goals of care have been reviewed

e Pertinent legal issues have been addressed (e.g., guardianship, authorization for parents/
others to have access to medical information, durable power of attorney)

e Other needs/services have been addressed (e.g., for help with ADLs, Durable Medical
Equipment needs, education/vocational needs, housing, etc.)

e A planis in place for obtaining adult-oriented primary care including:

— If transfer to a new provider is needed:

An initial appointment has been scheduled

Information has been provided to the new provider
A warm handoff has been done if indicated
Or
— The young adult will be continuing with his/her current primary care provider who is
able to provide ongoing age-appropriate care
* A plan is in place for obtaining adult-oriented specialty care including:
— If transfer to a new provider is needed:

An initial appointment has been scheduled

Information has been provided to the new provider

A warm handoff has been done if indicated
Or

— The young adult will be continuing with his/her current specialty care provider who
is able to provide ongoing age-appropriate care

* The young adult is medically stable

e The young adult is stable from a psychosocial standpoint
e All of the young adult and family’s questions and concerns have been addressed
Post-transfer checklist

e The young adult is receiving developmentally appropriate, high quality care from an
adult-oriented provider per guidelines for his/her condition

» The young adult/family is satisfied with their care post-transfer
e Updates on the young adult’s status have been conveyed back to the pediatric team
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successful health care transition [14]. Using a 3-stage modified Delphi process, an

international and interdisciplinary group of patients, parents, caregivers, clinicians,

and researchers honed down a list of health transition outcomes to 10 items.
Topping the list were:

1. achieving optimal quality of life,
2. self-managing own condition, and
3. adherence to medications and/or other treatment.

Numerous institutions have built their own generalized transition programs with
varying degrees of success. Gorter et al. developed the Youth KIT, an organizational
tool using goal setting activities, and an online transition mentor [15]. The KIT:
Keeping it Together for Youth tool aimed to promote organization, goal setting, and
self-management in various life domains the authors targeted as key for successful
transition. “TRACE” served the role of online transition mentor led by an occupa-
tional therapist with expertise in transition who was available four nights a week
through a secure, online platform to discuss transition-related issues with youth and
young adults introduced to the site. Interestingly, utility of the interventions was
perceived to be greatest pretransfer, but rather ended up being highest post-transfer,
likely concurrent with the realization of the differences between child- and adult-
based healthcare services. Though users reported modest usefulness of the interven-
tions, they acknowledged that the interventions were most helpful for goal setting.
Nagra et al. developed a similar model in the context of a large National Health
Service (NHS) teaching hospital [16]. As a generic program for youth with chronic
health problems, “Ready Steady Go” is targeted at those patients age 11 and older
to become empowered and take control of their lives through learning the necessary
skills and knowledge to manage their own health conditions across the pediatric and
adult spectrum. The process is comprised of sequential questionnaires (http://www.
uhs.nhs.uk/OurServices/Childhealth/TransitiontoadultcareReadySteadyGo/Hello-
to-adult-services.aspx) to be completed progressively and independently by the
pediatric patient, and can be modified as needed to include the assistance of a care-
giver in patients with developmental disabilities [17]. This model purports to have
been widely adopted across the UK where it is now established as an element of
routine transition care.

Current urology transition care models in existence have taken on many forms.
Earlier models have had pediatric urologists working with patients till the age of 18,
or institutionally decreed adulthood, at which point the patient is then referred to
and begins working with an adult urologist. Other institutions incorporate an adult
urologist with the pediatric urologist into the care process in early adolescence,
bridging the transition towards adulthood [18]. Woodhouse has named this new sec-
tor of care “adolescent urology,” whereby adult specialists “work with pediatricians
to create a transition process that enables children to move seamlessly from pediat-
ric care to an adult environment in which patients remain under the same adult
specialists” [10]. A similar concept can be seen in transitional urology clinics, where
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care extends beyond the traditional cutoff for adulthood, and either pediatric urolo-
gists with an interest in “congenitalism” or adult specialists well versed in the adult
manifestations of pediatric urologic diseases will provide continuity of care into
adulthood [19].

Limited research has been published to date examining which of these models
works best, or if any of them work at all. The Royal Hospital for Sick Children in
the United Kingdom established a hybrid transitional urology clinic called the
Adolescent Transition Urology Clinic (ATUC) in 2009, incorporating both a pedi-
atric and adult urologist, as well as a urology nurse, and if necessary a gynecologist
[20]. Patients screened as requiring long-term urologic care were offered a 30-min
appointment at the ATUC as they approached the age of 16. From October 2009 to
March 2014, the group was able to conduct 9 ATUC clinics. To assess how the new
clinic was functioning and whether improvements were needed, once the patients
had transitioned to adult care, they were contacted and invited to complete two
online transition satisfaction questionnaires. Of the 30 patients attending the clinic,
26 patients (87%) had transitioned at the time of the survey. 21 patients were able to
be contacted to answer the study, of which 19 fully completed the survey (90%
response rate). 47% of the patients who responded to the survey felt that 18 years
old was the most appropriate age for transition. 74% felt that written information
would have been useful to improve their satisfaction of and aid the process of transi-
tion. This study was only able to address the immediate response to transition, not
the long-term success, and was limited by a small sample size.

Grimsby et al. sought to evaluate the barriers to retention in their transitional
urology clinic [21]. Their clinic consisted of young adults (18-26 years old) with
neurogenic bladders. Rates of referral to the clinic, successful enrollment in the
clinic, and return to the clinic were monitored, along with reasons for missed
appointments. At the time of their first visit, patients were asked to complete the
Transition Readiness Assessment Questionnaire (TRAQ) as a gauge of readiness for
transition to independent self-care. The mean age for TRAQ completion, and thus
first visit to clinic, was 19.5 years old. Those patients with missed appointments
most commonly cited lack of health insurance coverage (47%) as their barrier to
care. Most patients responded that they were “learning to do this,” in reference to
taking medications, using medical supplies, speaking with their healthcare provid-
ers, and helping with household duties. Alternatively, most patients said, “I do not
know how, but I want to learn” in reference to insurance coverage, financial help,
and use of community services, again echoing the need for improved resource
access education to transitioning patients.

With the longest follow-up to date, Szymanski et al. retrospectively reviewed
their patients who transitioned from their spina bifida clinic from 2006 to 2012 [22].
Patients were offered follow-up either in a transitional urology clinic, pediatric urol-
ogy clinic, or adult urology clinic. Patients were advised to follow-up within 1 year
after transition and were considered to have transitioned if they followed up within
2 years. Only 40.3% of patients successfully transitioned. Patients who had not had
urologic follow-up were more likely to visit the emergency room for care. Those
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patients who had successfully transitioned tended towards having more frequent
visits for health issues prior to transition. This study echoes the mediocre transition
rates seen in larger special health care needs youth populations, reinforcing how
further work needs to be done to identify and remove barriers to successful
transition.

Seeking to unify spina bifida transitional care province-wide, Koyle et al. pro-
posed a cost-effective model for integrated and comprehensive care of adolescent
and young adults with spina bifida in Ontario [23]. Through the establishment of a
Spina Bifida Treatment Network (SBTN), patients will have comprehensive, fluid
access to pediatric and adult medical care, along with psychosocial and self-man-
agement support, community resources, and health information. The model hinges
largely on a well-integrated, standardized electronic medical record system through
which patients have a living document that is updated and modified as the individu-
al’s care evolves. In this model, the adult nurse practitioner (NP) specializing in the
care of SB patients is the central care coordinator. The NP is linked institutionally
with each transitioning SB patient as a care mediator to assess readiness for begin-
ning the transition process, to coordinate annual care reviews, and to ensure the
patient is referred to and established with their nearest SBTN adult urologist. Key to
the success of the intervention is identification and engagement of interested pedi-
atric and adult specialist providers with concurrent healthcare reform to align finan-
cial compensation with these collaborative relationships.

Opportunities for Collaboration

Optimal care for the child with chronic, complex urologic conditions requires the
coordination of primary care and multidisciplinary input (Table 10.4) [10, 24, 25].
Clinician’s goals center around preservation of function, management and treat-
ment of infectious and neurocognitive complications, lifelong follow-up with
potential need for surgical intervention and revision, transition from dependent to
independent self-care, and management of adult sexual and reproductive functions
[7]. Acknowledging the need for clinicians to longitudinally collaborate in the care
of these patients, Koyle’s model of the SBTN calls upon clinician specialists to
build a network of care. His model places the NP at the center of the network, sur-
rounded by adult urologists and primary care providers, as well as counselling
services and peer-support through the Spina Bifida and Hydrocephalus Association
of Ontario, aimed at providing strategies for self-management support and well-
ness management [23].

Alternatively, many institutions have approached the multidisciplinary needs of
these complex patient populations through the development of multidisciplinary
clinics. Often pediatric multidisciplinary clinics exist for conditions such as spina
bifida, nephrolithiasis, disorders of sexual development, however an adult correlate
does not. Institutions with adult mimics of the pediatric multidisciplinary clinic
have had success, with urologic issues occurring in 88.5% of patients at some point
in their follow-up, of which 81% required intervention [26, 27].
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Table 10.4 Associated specialists required for support in an adolescent clinic by urologic
diagnosis

Condition Specialists required
Renal anomalies Nephrologist

Physician in hypertension
Transplant team

Spina bifida Nephrologist

Orthopedist

Neurologist
Neurosurgeon

Podiatrist
Gynecologist/obstetrician
Geneticist

Plastic surgeon

Intestinal reservoirs Gynecologist/obstetrician
Biochemist

Stone surgeon

Stoma therapist

Exstrophy Gynecologist/obstetrician
Orthopedist
Psychologist
Oncologist
Posterior urethral valves Nephrologist
Andrologist
Disorders of sex development Endocrinologist
Biochemist
Gynecologist
Geneticist

Sex therapist
Plastic surgeon
Fertility specialist
Prune belly syndrome Nephrologist

This list is not exclusive. There is a universal need for specialist radiologists and nuclear medicine
specialists. Psychologists are often required for any of these diagnoses

Addressing the Transition Process in the Context of Quality
Improvement

As earlier alluded to, strong emphasis has been placed on approaching healthcare
improvement from the perspective of the Triple Aim. First introduced by Berwick,
Nolan, and Whittington in 2008, the “Triple Aim” seeks to broadly enhance health
care by improving the individual experience of care, improving the health of popu-
lations, and reducing per capita costs of care for populations [28]. As Berwick et al.
discuss, these three aims must not be addressed in exclusivity, but rather to success-
fully yield an improved system, they must be tackled together. This is of course
challenging, as the individual patient and/or health care provider’s interests may
seem distinct from the interests of the broader population, and vice versa.
Additionally, improving the health of one individual or population may drive up
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costs, thus hindering the success of achieving reduced per capita costs. To success-
fully tackle these interrelationships, Berwick et al. suggest employing the following
constraints to any quality improvement project: “1) recognition of a population as
the unit of concern, 2) externally supplied policy constraints (such as a total budget
limit or the requirement that all subgroups be treated equitably), and 3) existence of
an ‘integrator’ able to focus and coordinate services to help the population on all
three dimensions at once.” The population of interest in this context is the group of
patients for which the quality improvement project seeks to improve transitional
care. Policy constraints are the financial and cultural and political contextual factors
within the institution or region seeking improvement. The role of “integrator” is
probably one of the most fundamentally important, yet challenging elements essen-
tial to the success of a QI initiative. Whether that role is embodied by an executive
board member with strong leadership skills, a motivated physician group, or multi-
disciplinary clinic, the integrator must seek to accomplish and unite all facets of the
triple aim through continuous patient and population communication, education,
transparency, and shared decision making.

Fundamental to successful shared decision making is patient involvement.
Though increasing emphasis has been placed on the importance of seeking out
patient advice and input on improvement processes through focus groups and sur-
veys, more worthwhile patient engagement in improvement efforts can yield greater
success. Though patient-centered care was first referenced in the 1950s, it was not
until the Institute of Medicine’s 2001 report, Crossing the Quality Chasm: A new
Health System for the 21st Century, that patient centeredness and patient experience
were widely acknowledged as being fundamental aims critical to any improvement
project [29]. Definitions of “patient centered care” are quite diverse, but most share
the common goal of actively involving patients, healthcare workers, and the public
in making individual and system-wide decisions that strengthen and improve the
health care environment [30, 31]. Resistance to increasing patient involvement has
been met, with practitioners citing increased workloads, decreased efficiency, and
increased costs, though contradictory evidence has reported improved health out-
comes, improved patient safety and quality, and decreased health care costs
[32-37].

To optimize the benefits of patient centered care, patients must become involved
on more than a “token” basis, such as a focus group, patient forum, or feedback
survey. Patients have the benefit of lived experience, information which is precious
and essential to the successful re-design of a care process and can result in a better
care experience for a peer user. In their review on experience-based design (EBD),
Bate and Robert frame the ideal state for the future of patient-centered improvement
processes [38]. Just as an improvement team pulls from essential stakeholders at the
origin of a project, EBD must also draw together relevant professionals and health
care users to work together and co-design throughout the evolution of the change
process. Patient and heath care user experiences bring the richness of not only the
objective health care process journey, but also the subjective, sensory experience.
They can communicate with professionals about the subjective interrelationships
they experience as end-users, as well the usability, safety, and functionality.
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Acknowledging the importance of patient and family experience, the Institute for
Healthcare Improvement (IHI) developed a framework for achieving exceptional
patient- and family-centered experiences for patients and families [30]. Though
their model focuses on the inpatient experience, similar methodology can be applied
to the outpatient ambulatory environment. Using a driver diagram to organize their
model, the primary aim of their model is to yield “an exceptional patient and family
experience.” The primary drivers they identify to yield this outcome include:

. leadership focused on patient and family centric care,

. hearts and minds unified in a culture committed to patient-centered care,
. respectful partnership,

. reliable, quality care every hour of every day, and

. evidence-based care.

[ OSSR

Further developing the model, secondary drivers are then identified, yielding
specific interventions and goals that contribute to establishing and supporting the
success of the primary drivers. For example, in regard to the primary driver “reliable
care,” fundamental secondary drivers include a “physical environment [that] sup-
ports care and healing, patients are able to access care without long and unreason-
able waits and delays, and patients say ‘staff were available to give the care I
needed.””

To demonstrate progress towards the project’s ultimate aim, “an exceptional
patient and family experience,” measures are then developed to track and evaluate
each of the various secondary drivers. This data tracking culminates over time to
paint a picture of a trend towards success or the need for additional improvement.
As Steifel and Nolan outline in their guide to measuring the triple aim, high and
lower level outcome measures as well as process measures associated with the vari-
ous proposed interventions should be clearly delineated and tracked with data
accordingly [39]. Specific to the aim of patient care experience, they recommend
using the Institute of Medicine’s six aims for improvement—safe, effective, timely,
patient-centered, equitable, efficient—as a guideline for measuring successful
delivery of care. In the United States, several data sources exist to evaluate the
patient care experience. The Consumer Assessment of Healthcare Providers and
Systems (CAHPS) surveys provide granular data on several levels and aspects of the
patient care experience, such as communication with nurses and doctors, under-
standing of patient care plans, and overall ratings of hospitals, and is available for
both adults and children in various forms [40]. Alternatively, The Joint Commission
(TJC) can provide measures relative to effectiveness of care. Each institution should
evaluate and tailor its available resources for tracking and measuring care data to
meet its project’s needs.

Ultimately, in those institutions where a quality improvement initiative is deemed
a success, there may be a drive to spread the intervention to other departments, clin-
ics, or even to other institutions. Before embarking on a diffusion journey, a project
should be reviewed for internal sustainability and long-term success. Where
possible, simplification and modification are recommended to optimize internal
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strength, durability, generalizability, and potential viability outside of the originat-
ing institution [41].

Improvers wishing to spread must also keep in mind that just because an inter-
vention is successful in one environment, does not mean the same will be the case
elsewhere. Just as diagnostics were performed to understand the root causes and
drivers in the initial institution, the same must be conducted at all potential spread
sites to understand suitability for the project’s uptake, and the potential need for
project modifications. The new environment(s) must also be assessed for receptive-
ness to quality improvement and for strength and supportiveness of leadership, as
the success or failure of an intervention lies in the surrounding culture and support
for change [41-44].

Conclusion

Transitional care represents a relatively novel opportunity for growth and innova-
tion within urology. The general pediatric community already has several well-
established guidelines and initiatives to structure transition programs, however, no
clear consensus yet exists within pediatric urology. This lack of consensus likely
reflects the complexity and uniqueness of each institution’s provider and care
resources along with the variability of patient care protocols. As the need for transi-
tional programs for pediatric urologic patients is undeniable, moving forward insti-
tutions must work to establish and iteratively improve their transitional processes.
Using quality improvement methodology and patient experience co-design, institu-
tions may yield personalized programs that achieve all three tenants of the Triple
Aim. They must also continuously analyze and refine their programs to ensure that
the desired outcomes continue to be attained. As these programs evolve, collabora-
tion and education amongst the urologic community will ideally generate ideas that
can be spread and sustained broadly to create an optimal experience for our transi-
tioning pediatric urology patients.
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Building the Multidisciplinary 1 1
Transition Team

Andrew Baird

The transition of a patient from paediatric to adult healthcare has emerged as a
defined discipline within urology and is regarded as paramount in fostering high
quality and efficient lifelong care with focussed, appropriate and specialist follow-
up. Treatment of the urological condition must be paralleled with a focus on pre-
venting ill health/complications and the promotion of healthy living with access to
appropriate support [1]. In healthcare across the board we are now encountering a
growing population of young adult patients who have benefitted from paediatric
care that may include major reconstructive surgery in a range of specialties and who
require reliable and accessible care into young adulthood and beyond by a practitio-
ner with an appropriate level of expertise.

A major challenge arises in adolescent patients because the ongoing care needs
when entering young adulthood can be complex and far-reaching. The patient with
a congenital condition is on a lifelong journey, and their experiences in healthcare
will play a large part in shaping their long-term outcome [2]. Effective transitional
care is paramount, and it has been clearly demonstrated in many life-long condi-
tions that seamless transition to adult healthcare carries significant benefits in health
outcomes [3, 4].
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Transition Planning

When considering the basis of a transition team, a number of core principles should
be considered. These ideals are outlined below:

Defining Adolescence

Adolescence is a crucial period of time in a young persons’ life during which a
complex series of biological, physiological and social changes take place simultane-
ously. Relationships and interactions develop while behaviours change as the brain
matures, and the end point of the process is a young adult with a strong sense of
independence, a passion for justice and righteousness. It is important to be able to
help and guide all patients—especially those who are more vulnerable through this
period of, often, turbulent change.

Adolescence begins at puberty (which in some young people may be as young as
10 or 11 years) and is often felt to extend well beyond the age of 20—with the brain
continuing to mature until the age of around 25 years of age. It is difficult to apply
hard boundaries to these age ranges, more often the upper age is defined by the readi-
ness of the young person to fully embrace adulthood and all that adult life has to offer.

The National Institute for Health and Care Excellence (NICE) in the United
Kingdom published a comprehensive guidance document in 2016 in which support
for young people in transitional care is recommended up to the age of 25 years [5].

Defining Transition

It is helpful to consider transition as a series of steps rather than a one-off transac-
tion or event. Moving healthcare delivery from paediatric to adult services may
involve a change of geographical location and sometimes a change of specialist
medical practitioner, as well as often involving a shift of emphasis from a family-
centred decision-making approach to a more person-centred approach encouraging
independent thinking and choices. The change in facility or personnel is the transfer.
The assumption of responsibility by the young adult and their involvement in their
own healthcare is the fundamental principle of transition.

Therefore, transition can be defined as the preparation, planning and support
given before, during and after the process of transfer of care delivery [6]—including
the safe and confidential transfer of health information documentation.

The Multidisciplinary Transition Team
The key elements of transition planning include;

¢ Communication and documentation
e Forward planning
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e Transferable medical records

e Clear onward care plan, involving the young person in decisions at all stages

¢ Inclusivity; consider which key medical and supporting persons may be required
¢ Remain person-centred rather than focussed on process

A transition team may consist of as few or as many members as is deemed neces-
sary based on local service arrangements and the particular care needs of the ser-
vice. The underlying diagnosis and treatment will play a key part in the design of the
service and the members required to deliver a successful MDT.

A minimum requirement or core team should be determined, and this should be
applied consistently to all young people requiring transition. An example of a core
transition team might include:

e Lead clinician

e Named specialist nurse

e Transition coordinator

e Clerical Secretary or personal assistant (PA) to handle administrative tasks
e Community services coordinator

Lead Clinician

The lead clinician will have full knowledge and understanding of the background
diagnosis, treatment received to date, problems and challenges ongoing, and the
future care needs. A discussion between the lead clinician and the young person
with their family/advocate will reach an agreed stage whereby the process of
preparation for transition will begin with an agreed future target date for the trans-
fer of care.

The lead clinician may be a paediatric specialist, a specialist in adolescent and/
or transitional care, or an adult specialist with an interest in ongoing care of patients
with lifelong congenital conditions.

The availability of a specialist with the relevant expertise in caring for such
patients varies greatly across healthcare systems, specialties and the specific
arrangements in place in any local, regional or national setting will depend heavily
upon appropriate service design.

A specialist receiving young adult patients with transitional care needs due to
congenital lifelong conditions must have a good understanding of the relevant
pathophysiology of the relevant anatomy and embryology, be able to be responsive
to patient-specific care needs, and have the correct skills and equipment available to
troubleshoot emerging problems in a timely manner.

For example a young person struggling with a complex situation such as cath-
eterisation of a Mitrofanoff (continent catheterisable) channel with pain in their
augmented bladder and blood in their urine should expect to receive attention
without delay from a urologist fully capable of endoscopic evaluation using
appropriate instruments and able to manage unexpected findings such as a blad-
der calculus.
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Named Specialist Nurse

In many clinical circumstances, the appropriate person to act as a first point of con-
tact is a named Specialist Nurse. Depending on local service planning a named
nurse may be a dedicated full time Transition nurse, or otherwise may be an appro-
priate specialist nurse with responsibility for transitional care alongside the other
aspects of their role.

However the role is defined within a particular unit, the named nurse should have
a comprehensive knowledge of the full range of the relevant congenital conditions
and should be familiar with the details of each individual young person entering the
period of transition to adult care.

The named nurse should be present at transition clinic appointments and be inte-
gral in care planning for each young person.

Transition Coordinator

In some larger paediatric hospitals, where transitional care occurs across multiple
specialities, a transition coordinator plays a vitally important role in keeping care
coordinated and aligned. They can facilitate transition planning and moving ahead
at an appropriate pace, ensuring that appointments are made at convenient times for
the young person and their family. The aim of this is (aside from excellent care) to
minimise wasted Hospital resources through missed appointments and to maximise
the effectiveness of the transition/transfer process. Document handling and storage,
availability of case notes and care pathways at forthcoming appointments, may be
enhanced through the effective use of a transition tracking database system man-
aged by the transition coordinator and good administrative support.

Administrative Support

An efficiently managed transition/transfer system is greatly enhanced by the
involvement of an administrative focal point such as clerical secretary or personal
assistant (PA) who works closely with the lead clinician, specialist nurse and transi-
tion coordinator. A clear understanding of the care pathway being used and the abil-
ity to monitor progress of each young person during their individual transition
journey is pivotal to success. The integration of a secretary/PA in the transition team
to maintain clear and accurate administrative tasks is vital.

Community Services Coordinator
In many cases, where a child has successfully accessed a range of hospital or com-

munity services throughout paediatric care the same services may not be so easily
or readily accessible after transition to adult health care. An example may be
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psychological support or mental health services. Many young people with complex
health conditions experience anxiety and stress as a result of their health or in asso-
ciation with a chronic condition. In many areas, good access to child and adolescent
mental health services exist and a period of stability is reached during adolescence.
After transfer to adult services, access to good quality and regular mental health
care can be challenging and consequently mental health is at risk of deterioration. A
coordinator of services based in the community can be very helpful in bringing
together all of the surrounding elements of care needed for an individual in a way
that seeks to avoid the interruption of care and further helps to streamline the transi-
tion period [7]. Such community-based services may include physiotherapy and
occupational therapy, psychology, obtaining pharmacy prescription items, access to
family doctor appointments, continence services, supplies of medical equipment
such as catheters and vocational help such as assistance in accessing college
education.

Inclusion of Additional Resource

The wider multidisciplinary approach in urology (as an example) might include
involving the following disciplines in care planning (while not necessarily being
present at each transition clinic or meeting);

e Nephrologist

¢ Endocrinologist

e Orthopaedic Surgeon
e Neurosurgeon

* Gynaecologist

¢ Psychologist

¢ Pain specialist

This serves to demonstrate the breadth and depth required to form the whole
multidisciplinary team. Clearly, not all specialties are needed for all cases but all
need to be available when required. Different diagnoses and specialties will, clearly,
require different input.

Conclusion

Both transition and transfer remain developing areas in healthcare for long-term
conditions. Careful transition planning, the use of a core team and a wider multidis-
ciplinary group are key in helping young people to navigate the complex landscape
of healthcare systems in which it can be difficult to achieve seamless flow and con-
tinuity. We must strive to improve not only the transition process but also the overall
care systems in which young people and adults with long term healthcare needs
exist. Quality metrics are required in order to understand how and why some
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adolescents still fail during the transition/transfer process. To access adult health-
care appointments may not be the most important goal for all young people; becom-
ing a fully independent adult with employment prospects, feeling valued, and in
meaningful relationships is, for many, the desired endpoint of their journey into
young adulthood [8]. Appropriate healthcare needs to play its role in supporting that
for our patients.

Irrespective of the detail of the transition system in place, the safe, meaningful
and effective onward delivery of care between two very different healthcare envi-
ronments (paediatric and adult care) is paramount. From good quality care comes
trust and a more enriched relationship between young adult patient a doctor. If we
hold the welfare of our young patients at the centre of multidisciplinary transition
planning, the process cannot go far wrong.
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Political Concerns in Transitioning 1 2
Medical Care

Joshua D. Roth and Rosalia Misseri

Establishment of Transition Clinics

The introduction of successful transition of pediatric patients to an adult setting is
reported to start as early as 11 years. For children with congenital urological condi-
tions (CUC), some recommend that children begin attending a joint pediatric and
adult clinic at around the age of 13 [1]. While this model likely allows for introduc-
tions between patient and healthcare provider and a better understanding of the
patient’s history, health status and personal goals, the logistics of having two senior
clinicians present at each visit for an extended period may be impractical in many
systems. Reasons behind this will include a lack of personnel, space, reimbursement
and financial support by the host institution. Furthermore, additional services such
as neurosurgery, nephrology, orthopedics, and endocrinology, among others, may
be unable to participate in multidisciplinary encounters. Support services such as
social work can play an important role in transition of care and ideally, should be
involved. Funding for such clinics may be particularly problematic. There are sev-
eral potential barriers in setting up these clinics, for example, location, staffing, how
will health care professionals from different institutions participate, and how is
reimbursement divided. While this may not be a concern globally, these are ques-
tions faced by any healthcare professional seeking to start a transition program in
the United States.
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Government Support

Successful transition of care for adolescents and the continuity of care for adults
with congenital conditions is dependent on the availability of healthcare profession-
als to provide expert care. In addition to clinical expertise, the ability of these pro-
fessionals to provide quality care hinges upon support at multiple levels, ranging
from the unit and hospital in which he or she works. The influence of national spe-
cialty organizations, education and training committees, and the nation’s health care
system may significantly affect the success of a program. Additional support such
as that afforded by charities and support groups are also important in the develop-
ment of successful programs. Given the complexity of delivering such care, many
countries, including the United States, continue to struggle with the development of
programs to transition the care of patients with complex, long-term, congenital con-
ditions. Additionally, care may be limited by restraints placed on health care profes-
sionals and institutional rules. For example, a pediatrician’s license may limit his/
her ability to care for people over the age of 18 or 21. Moreover, a pediatric hospital
may not allow admission of patients over the age of 18 or 21. This age may even
vary from institution to institution and country to country.

United States of America

The US population as of the 2010 census was 308.7 million. Almost one-quarter of
Americans (74 million) were under the age of 18 at the time of the 2010 census [2].
In 2010, approximately 56.7 million people living in the United States had a dis-
ability. Approximately 8.4% of children under 15 had a disability, with half of these
children having a severe disability and 0.5% of children under 15 requiring some
assistance. The percentages of those with a disability, severe disability, and those
requiring assistance increased with age [3].

As children with disabilities age, they are nearly twice as likely to be unemployed
(41.4% employment rate) compared to their non-disabled counterparts (79.1%
employment rate). Approximately 10.8% of adults between the ages 15 and 64 with
severe disabilities were likely to experience persistent poverty over a 24-month
period, which is twice the rate seen in adults with non-severe disabilities (4.9%) and
almost three times as often as adults with no disabilities (3.8%). In 2008, the US
federal government spent an estimated $357 billion on programs for working-aged
people with disabilities, representing 12% of federal outlay. With advances in medi-
cal care, both the number and percentage of people with a severe disability continues
to increase [3]. As an example, the economic burden of medical care for individuals
with spina bifida is immense. In 2010, an estimated $1.79 billion were spent on
emergency and inpatient services for people with spina bifida alone. This value does
not include the cost of outpatient visits, surgery, medications, or the opportunity cost
of missing work and/or school for the patient or caretaker [4].

In the United States, federal and state governments help provide health insurance
and benefits to adults with disabilities through services like Medicare and Medicaid
[3]. Medicare is a federally funded healthcare insurance typically for legal residents
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of the United States over the age of 65. Individuals over age 18 who have received
Social Security disability benefits or have been diagnosed with end stage renal dis-
ease and been on dialysis for 3 months or have had a kidney transplant may also
benefit from this insurance. Therefore, children with congenital conditions without
renal failure will only be eligible for this form of insurance if Social Security deems
physical and/or intellectual impairment are sufficiently severe that the individual
cannot earn more than $1090/month from work and is not expected to earn that
amount for at least 12 months [3].

Medicaid is a social health care program that provides free or low-cost health
coverage for low-income people, families with children, pregnant women, the
elderly and people with disabilities with resources insufficient to pay for health
care. This program is funded jointly by state and federal governments. Currently,
each state individually manages and determines who is eligible for the program
and which services are covered [5]. Total Medicaid spending in 2016 was over
$550 billion dollars [6]. The income limit to qualify for Medicaid differs by
state. For example, in New York and California, the Medicaid income eligibility
limit is $28,179 for a two-parent household and $16,642 in a one-parent house-
hold. In Indiana, the Medicaid income eligibility limit is $28,383 for a two-
parent household and $16,763 for a one-parent household. In addition to
Medicaid, Children’s Health Insurance Program provides low-cost health cover-
age to children in families that earn too much money to qualify for Medicaid.
Other public health insurance programs cover nearly half (44%) of children
with special health care needs [7].

With the passage of the Patient Protection and Affordable Care Act (ACA) in
2010, often referred to as ObamaCare, children can stay on their parents insurance
through age 26 and those with pre-existing conditions can obtain insurance cover-
age during open enrollment [8]. When data was last measured in 2010, prior to the
full enactment of ObamaCare, the uninsured rates were no different in adults aged
15-64 with severe disabilities (21.0%), non-severe disabilities (21.3%) and no dis-
ability (21.9%). However, those with severe disabilities were less likely to have
private insurance (40.2%) compared to those with non-severe disabilities (65.2%)
and no disability (71.1%). Overall, almost half (48%) of adults with severe disabili-
ties received government health coverage [3].

The future of the ACA remains an issue of intense debate in the United States.
Shortly after passage, there were several challenges to the constitutionality of the
ACA. In National Federation of Independent Business v. Sebelius, the Supreme
Court ruled that the ACA’s individual mandate was constitutional when viewed as a
tax and that individual states had the right to opt out of the ACA’s Medicaid expan-
sion without losing preexisting Medicaid funding [9]. Several states have opted out
of the elements of the ACA for which they had discretion. In King v. Burwell, the
Supreme Court ruled that federal subsidies could be used in the 34 states that did not
set up their own insurances exchanges, prompting United States House of
Representatives v. Price in which the House sued the administration alleging that
the money for premium subsidy payments to insurers had not been appropriated,
which is required for federal spending [10]. The uncertainty regarding continued
subsidy payments prompted some insurance companies to raise premiums.
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In addition to judicial challenges to the ACA, there have been legislative repeal
efforts. Since passage of the ACA, there have been unsuccessful repeal efforts in the
111th, 112th, 113th, 114th, and 115th Congress. In 2017, the American Health Care
Act was introduced to partially repeal the ACA, which was passed in the House of
Representatives [11]. The Senate attempted to pass multiple amendments to this
bill, including the Better Care Reconciliation Act of 2017, the Obamacare Repeal
Reconciliation Act of 2017, and the Health Care Freedom Act of 2017 [12-14]. So
far, all specific bills were defeated in the Senate. There remains significant uncer-
tainty about the future of the ACA under the current Trump administration.

Those with disabilities, especially severe disabilities, are significant consumers
of the health care system. This usage will continue to grow as people with severe
disabilities have improvements in survival. As children with disabilities mature into
adolescents and adults with anomalies and disabilities, transition of care becomes
important. Neither the American Pediatric Surgical Association (APSA) nor the
Society of Pediatric Urology (SPU) has a statement regarding the transition of care
of patients from pediatric to adult providers. Pediatric general surgeons surveyed
revealed that nearly all (95%) treated patients up to 22 years of age, and many cared
for older patients. Institutional limitations and lack of a qualified adult surgeons
were cited as the most common barriers to transition [15]. In a similar survey
amongst pediatric urologists, 2/3 reported caring for adult patients, while more than
80% felt that a pediatric or adult urologist with an interest in transitional care would
provide optimal care. Nearly 70% of pediatric urologists surveyed reported that they
would refer mature complex genitourinary patients to a urologist with an interest in
adolescent/transitional urology, if one were available [16].

As urologists, we have used our own specialty as an example to represent the
challenges faced, in this field. When thinking of this one should consider that there
is no adult equivalent of bladder exstrophy, posterior urethral valves or hypospadias
(to suggest some examples)—hence these are often less familiar to adult practitio-
ners. As more patients with complex genitourinary disease and reconstruction grow,
approach adulthood and survival to old age, the United States will develop a grow-
ing need to formalize an approach to transition care from pediatric to adult provid-
ers. Formalization of the process remains difficult for several reasons. There are
many components necessary for transition beyond governmental support and insur-
ance previously described. While it is unclear how many “adolescent urologists” or
“congenital urologists” are necessary, Woodhouse estimates the need to be one
“congenitalist” for four million people [17]. Currently, most “congenitalists” are
part of the division of pediatric urology or adult urology at their respective institu-
tions. To date there are no formal training programs for adolescent or congenital
urology. Training in general urology may not adequately prepare a urologist to care
for an individual with a chronic CUC. Currently, in the United States, there seems
an increased willingness of those trained in pediatric urology, reconstructive urol-
ogy and/or female pelvic medicine to care for these individuals. Additional training
beyond a general urology residency in both adult reconstructive techniques and
pediatric urology and knowledge of transition processes would be optimal. However,
the American Board of Urology (ABU) mandates that an individual must dedicate
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75% of his/her effort to pediatric urology in order to be eligible for a certificate of
added qualification in the discipline. This may thwart residents interested in “con-
genitalism” from pursuing additional training in pediatric urology for fear they may
not be recognized as having this additional expertise particularly if they are devot-
ing more than 25% of their time to the care of adults, albeit with congenital condi-
tions. Development of training programs for “congenitalists” requires the interest of
practicing urologists as well as the support of specialty governing bodies such as the
ABU and Royal College of Surgeons.

The specific needs of adults with CUC almost always outweigh those of a child
who presents to a pediatric urology clinic with the same congenital disorder. This
can be attributed to a “longer history”, increasing needs or worsening of the disease
process. For example, concerns associated with sexuality and fertility arise, and
renal or bladder function may worsen. Colleagues within the division may not
appreciate longer patient encounters and more tedious and complicated surgeries
given the patients extensive surgical history. This may be viewed negatively by
departmental colleagues, as peers can see more patients over the same period of
time and in turn generate more income for the group.

The American Academy of Pediatrics, American Academy of Family Medicine,
and American College of Physicians-American Society of Internal Medicine released
a consensus statement describing a framework to ensure a smooth transition to
healthcare [18]. Unfortunately, applications of these principles and adoption of tran-
sitional programs have been observed in multiple fields throughout the United States.
Due to similar problems and obstacles observed in children with congenital urologic
diseases, anorectal malformations, Hirschsprung disease, HIV, allergic disorders and
immunodeficiencies, type 1 diabetes, hypercholesterolemia, inflammatory bowel
disease, sickle cell disease, congenital heart disease, autism, rheumatic conditions,
transplant recipients, and children with other chronic diseases requiring hospitaliza-
tion, research into optimal transition plans have been described [19-31].

As part of its work, the National Alliance to Advance Adolescent Health, sponsor
of Got Health, and the American Academy of Pediatrics have actively worked to sup-
port the delivery of transition services in both primary and specialty care settings. As
reimbursement for such services remains difficult, they have developed a transition
payment tip sheet that includes CPT codes and alternative payment methods to sup-
port the delivery of recommended transition services. These include pay for perfor-
mance, capitation, bundled payments, shared savings arrangements, and
administrative or infrastructure payments. Details are available at www. gottransi-
tion.org.

Canada

In sharp contrast to the American healthcare system, a group of socialized health
insurance plans provide coverage to all Canadian citizens. Health insurance in
Canada is publicly funded and administered locally with guidelines provided by the
federal government. This is available to all citizens regardless of medical history or
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personal income. Private health insurance plans are also available to supplement pri-
mary health coverage. While private clinics do exist, they are not legally allowed to
provide services covered by the Canada Health Act [32]. Private clinics may decrease
wait times for certain services and are a subject of controversy, as some feel this leads
to discrepancies in health care delivery based on income. In 2001 health care expen-
ditures in Canada were $100 billion. In 2015, approximately 10.1% of Canada’s
gross domestic product is spent on health care (approximately 16.9% in US) [33].

The Canadian Pediatric Society has provided a mission statement on the transi-
tion of care from pediatric to adult practices. Health care goals include involvement
of the adolescent in the management of the condition, adolescent and family under-
standing of the condition, understanding of personal potential, completion of ado-
lescent developmental tasks, and attaining self-esteem and self-confidence [34].

They have outlined several strategies to help transition. At teenage visits, they
recommend part of the visit occurring without parents to give the patient an oppor-
tunity how to discuss their problems, ask and answer questions, and advocate for
themselves. Educational material dealing with youth issues and youth living with
health conditions are provided to patients and the patients are recommended to
attend peer-support meetings in person or online. Similar parental and sibling sup-
port groups also exist. The hospitals arrange family and teen education days to
allow teens to meet each other, gather information, and discuss transitioning to the
adult system. Finally, a formal acknowledgement of “graduation” in the form of a
certificate from the pediatric staff given to the patient marks a rite of passage, while
a letter to the patient and family about the new facility and staff can allow the patient
and family know what to expect in the adult setting [34].

United Kingdom

Most healthcare in the United Kingdom (UK) is provided by the National Health
Service (NHS). Within the UK, each country has some variability in healthcare
policy and delivery, but the general system is similar. The NHS is a free service to
all residents of the UK and is financed from mandatory national insurance taxation
paid by employees directly from their salaries and supplemented by an obligatory
contribution from employers. Self-employed persons pay the full contribution
themselves. The onus is on the employer to deduct contributions from its employ-
ee’s wages. Dependents, those with special needs and the unemployed are exempt
from contributions. In England, the NHS accounts for most of the Department of
Health’s budget (£110 billion in 2013-2014) [35]. The total expenditure on health-
care as a proportion of GDP in 2015 was 9.8%, which was less than comparable
economies such as Canada (10.1%), Belgium (10.4%), Denmark (10.6%),
Netherlands (10.8%), France (11.0%), Germany (11.1%), Sweden (11.1%),
Switzerland (11.5%), and the USA (16.4%) [33].

The Department of Health in the United Kingdom has clear guidelines recom-
mending pathways to facilitate optimal transitional care across all specialties [36].
In addition, there are government initiatives to establish centers of expertise to
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develop clinical care, including better transition, to support clinical research and
expand education and training programs for healthcare professionals [36]. Specific
guidelines for the transition of patients with HIV are available from the Children’s
HIV Association [37]. Neither the British Association of Paediatric Surgeons
(BAPS) nor the British Association of Paediatric Urologists (BAPU) have a state-
ment on transitioning of surgical patients with complex congenital problems.
Similarly, there is not a clear defined pathway of transition from child and adoles-
cent mental health services to adult mental services, with half of trusts reporting
children with attention deficit hyperactivity disorder were prematurely discharged
from service due to a lack of suitable adult services. Additionally, there was a
reported lack of written transition protocols, care pathways, commissioned services
and inadequate information sharing between services [38].

There are several prominent multidisciplinary transition clinics in the UK. The
adolescent urology department in University College Hospitals (UCHL) in London
works closely with the Great Ormond Street Hospital’s Department of Paediatric
Urology where there is a transition clinic. Patients are brought to UCHL and seen
by clinicians in the multidisciplinary adolescent unit, where there are joint clinics
and joint operating sessions with adolescent gynecologists. There is a lifelong com-
mitment to patients, and there is no further transitioning process. Similarly, the
Adult Transition Urology Clinic (ATUC) in Glasgow, Scotland was established as a
joint effort between Royal Hospital for Sick Children and Southern General
Hospital. In this clinic, a pediatric urologist and adult urologist see patients con-
comitantly. Other specialists, e.g., adolescent gynecologists, will participate if
needed. A survey of the 26 out of 30 patients who attended the clinic and completed
transition over 4.5 years was conducted and completed by 19 patients. It revealed
that 95% thought the clinic was useful and 89% would recommend it to others.
Those involved in the clinic recommended 18 as the ideal transition age. They fur-
ther recommend written information be provided to patients to help address patient
needs and concerns as well as allowing the patient to decide when and if they should
transfer their care to the adult setting, as one in five patients did not feel comfortable
in the adult setting [39].

Australia and New Zealand

Adolescents make up more than 10% of most general practitioners practice in
Victoria, Australia. These providers reported having an incomplete understanding of
developmental aspects of adolescence and reported concerns about their knowledge
of and competence in delivering adolescent health care. They perceived a range of
barriers to effective health care provision, including issues of confidentiality, com-
munication and cost and desire changes in the Medicare card and rebate systems to
ensure improved access to affordable, confidential care for adolescents [40].

Since 1999, a Private Health Insurance Rebate has supplemented the public
health plan. For this rebate, the government funds up to 30% of any private health
insurance premium covering people eligible for Medicare. Including these rebates,
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Medicare makes up about 43% of the total Commonwealth health budget [41]. In
2016-2017, Medicare expenditure was $22.0 billion [42]. Expenses are expected to
increase by 2.5% to 2020-2021 reflecting higher demand for health services.
Medicare and Private Health Insurance Rebate expenses comprise 41.2% of total
estimated health expenses for 2017-2018 [43].

In Australia, there are some good examples of successful transition programs. A
“transition support programme” for young adults aged 15-25 with Type 1 diabetes
was developed in Sydney to assist young people as they move from pediatric to
adult health services. This allows them to remain under a system of care including
a diabetes specialist, primary care physician and diabetes educator with the hopes of
improving specialist clinic attendance after leaving pediatric services, improving
glycemic control, and reducing hospital admissions for reasons related to Type 1
diabetes, like diabetic ketoacidosis [44].

The Australia and New Zealand Association of Paediatric Surgeons Inc.
(ANZAPS) does not have a written policy on transitioning of pediatric patients with
complex congenital conditions. However, hospitals are addressing the issue of tran-
sition at the hospital level. The Royal Children’s Hospital in Melbourne has devel-
oped an adolescent transition program that is equipped to introduce transition
programs into every specialty at RCH. They have a separate transition department
that identifies a transition lead in each department and tries to establish a transition
service and clinic. In New Zealand, Starship Children’s Health in Auckland, New
Zealand has developed web tools outlining the transition process. They have devoted
clinics to transitioning of patients with diabetes and congenital heart conditions and
are currently working on clinic for other specialties [45].

Cultural Issues

Cultural differences in religion, family structure, expected early adulthood experi-
ences, relationship to health care providers, health literacy, and goals for indepen-
dence exist across various countries and ethnicities [46, 47]. This becomes
compounded when language differences exist between provider and patient.
However, even when a language barrier can be bridged with an interpreter, cultural
variations can still interfere in the relationship between a patient and medical
provider [47].

One of the major differences between cultures is a young adult’s experience as they
develop from late teens to early adulthood. This developmental time period has been
termed “emerging adulthood.” In China, for example, much of the population is rural
and poor, and only 20% obtain any post-secondary education. However, as China’s
middle class continues to grow, it can also be expected that many life experiences
associated with the transition from childhood to adulthood experienced in western
societies will be experienced by a growing proportion of young Chinese [46].

In Latin America, like China, only those in wealthier families experience emerg-
ing adulthood. In more economically developed countries, emerging adulthood is
experienced across a range of social classes. In one such country, Argentina, young



12 Political Concerns in Transitioning Medical Care 133

adults resemble their counterparts in the United States in many ways but are found
to have more enduring family ties and stronger family obligations [46].

Emerging adulthood is widespread across Europe. Many Europeans spend their
young adult years studying, traveling, and socializing before settling into the com-
mitments of adulthood. However, this varies somewhat across Europe, as southern
Europeans are accustomed to living with their parents during young adulthood [46].

In western societies, numerous factors, such as healthcare systems, the availabil-
ity of healthcare professionals, social services, support groups and family structure
and support can influence the success of transition. Families are crucial in transition
planning and implementation. Numerous family variables, such as living arrange-
ments, extended family support, education, income, and marital/familial support
impact health care transitions [48].

Familial support has been linked to traits such as emotional resilience and inde-
pendence in adolescents and young adults with chronic illness [49]. When parental
and child views differ with regards to a patient’s increasing maturity or perceived
readiness for more independence in their own healthcare, transition planning and
implantation may be negatively affected [49-52].

Even after patients are old enough to assume legal responsibility for making their
own medical decisions, parents and close family members will often provide emo-
tional and financial support during transition and beyond. However, many patients
with congenital abnormalities also have varying levels of cognitive impairment.
Parents, or other close relatives, often continue as legal decision makers when the
patient is unable to assume the responsibility. As such, reliance on emotional and
financial support from parents may be more important for young people with dis-
abilities compared to their non-disabled peers [53].

State agencies assume the role of guardian and act in lieu of the parents and/or
close relatives in some children with disabilities. The rates of disability of children
in foster care are high. Approximately 14% have a disability usually involving a
cognitive or psychological condition [54]. In addition, many former foster children
live in poverty, with many former foster youths homeless, poorly educated, or
unemployed. Further, studies have shown that 30% of former foster youth had dif-
ficulties accessing healthcare due to inadequate finances or insurance, while 40%
had worries about their health care. Fortunately those with more severe disabilities
may receive ongoing support from various social service agencies, however, there
remain serious deficiencies in how foster care programs manage the transition from
child to legal adult with respect to health care services [55-57]. Some critics have
recommended extending childhood Medicaid coverage to age 21 in an effort to
assist young people leaving the foster care system [58].

Range of Services

The range of services differ largely between institutions based on institutional sup-
port, the training of the physicians providing care and the availability of subspe-
cialty services. In the United States, there is no formalized training for those
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interested in treating adult patients with congenital disorders for most specialties. In
addition, there is no agreed upon process for transition. As such, the services pro-
vided at each institution and by each service are highly variable.

The Canadian Pediatric Society recommends a multidisciplinary approach inte-
grated into existing specialty clinic settings that provide a stepwise plan of increas-
ing responsibility for self-care. Transition services may include individual
counseling, psychoeducational groups, joint transition clinics, educational materi-
als, and online tools [34].

In the United Kingdom, there are government initiatives to establish centers of
expertise to develop clinical care, which includes transitional care. There are several
prominent multidisciplinary clinics across the country. Similarly, hospitals in
Australia are focusing on developing multidisciplinary clinics to treat common
diseases.

Supporting Organizations

There are numerous international, national and local support groups for various
diseases. Individuals and families affected by rare medical conditions often look to
nonprofit support organizations and advocacy groups to understand how the condi-
tion may affect their lives, for medical information about the condition, treatment
options, latest research, and other resources.

Advocacy groups often help people connect with each other online via Facebook,
blogs, listservs, etc. and may provide opportunities to meet in person at local meet-
ings, summer camps or yearly conferences. These supporting organizations provide
medical information in easy-to-understand terms and often have a list of helpful
resources, such as financial assistance resources, sources for special medical equip-
ment, and advice on dealing with school or health insurance issues [59]. Many
groups will work closely with centers of excellence and can be involved in the train-
ing of specialists. They can often help patients and families find specialists with
experience diagnosing and treating rare medical conditions [60].

Advocacy groups often help advance medical research by maintaining rare dis-
ease registries to collect information about individuals with specific medical condi-
tions or referring patients to appropriate registries [59, 61]. Often these groups will
keep information about the progress of research and will help raise money to offer
grants to medical researchers and pharmaceutical companies who are developing
new treatments [59-61]. Perhaps most importantly, advocacy groups help educate
the public and medical community about the condition and may take issues to local,
state, and federal governments to help pass legislation that will improve the lives of
those affected by rare and genetic conditions [59, 62].

Many advocacy groups focus on one rare condition or a group of closely related
conditions. These groups may join together to create umbrella groups to tackle
larger issues, such as advocating for legislation to help or protect all individuals
with rare conditions. Examples include NORD (National Organization for Rare
Disorders), Genetic Alliance, Global Genes, and EURORDIS (European Rare
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Disease Organisation). Umbrella organizations have helped pass the Orphan Drug
Act, GINA (Genetic and Information Nondiscrimination Act), and the European
Union Regulation on Orphan Medicinal Products.

The National Alliance to Advance Adolescent Health, sponsor of Got Health,
and the American Academy of Pediatrics has actively worked to support the deliv-
ery of transition services in both primary and specialty care settings. As reimburse-
ment for such services remains difficult, they have developed a transition payment
tip sheet that includes CPT codes and alternative payment to support the delivery of
recommended transition services. These include pay-for performance, capitation,
bundled payments, shared savings arrangements, and administrative or infrastruc-
ture payments. Details are available at www.gottransition.org [29].

In summary, optimizing transition services is necessary. Beyond the willingness
of healthcare professionals to care for these patients, political support at all levels
will be needed for continued success and further improvements in care.
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The Adolescent and Adult Care of Major
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Adolescent to Lifelong Care

Goran Lackgren, Anders Stenback, Gillian Barker,
and Johan Heinius

Time is the teacher for mankind.
—Greek Proverb

Background

The transition of children, born with congenital anomalies, into adulthood has
always been and is still today a challenging problem for the patient, the family and
also the different systems of medical care. This is a problem that for many years has
been neglected. Over the last decade there has, however, been more focus on “ado-
lescent care.” The survival of children with severe anomalies has improved signifi-
cantly and this has further emphasized the need for continuous care and follow-up
of these patients. Children born with major anomalies deserve and require life-long
evaluation, follow-up care and treatment. For many years, in urology, Christopher
Woodhouse shone the light on the different problems that patients may encounter in
adult life (“An Adolescent Urologist is a Pediatric Urologist who knows everything
but 20 years too late”). He and others have shown that it is possible to significantly
improve the health and well-being using a planned follow-up system and has also
shown the benefits of reconstructive surgery in post-pubertal life [1].
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In pediatric patients, the parents are a vital channel for information from the doc-
tors and nurses. They also act as key decision makers—this changes dramatically in
adolescence and adulthood as the young adult gains independence and responsibil-
ity and the role of the parent changes. Historically, the patient can be ill-prepared for
the new care-system (Table 13.1). Therefore, these patients need to be cared for in a
system where the adult practitioner has knowledge of the anomaly, the potential
long-term consequences of the illness and the treatment [2].

The system for the transition of patients to adult departments may differ from
country to country depending on the social welfare systems, but regardless of where
in the world they live a poor transition appears to have a negative effect on the mor-
bidity of the patient and the long-term socio-economic consequences for the patients
the family and society [3].

Furthermore, the organization differs dependent on whether the pediatric depart-
ment is a part of a department of pediatric care [4, 5] or integrated into an adult
department. The latter case may facilitate a natural continuation of the follow-up of
the patients in the same department and often by the same doctor at least in the early
part of transition. A recent report based on a questionnaire to pediatric urologists in
USA showed that the majority recommend that patients with previous complex geni-
tourinary reconstructions should be followed by a urologist with a specific interest,
training and experience in the area of transitional urology. However, the study also
showed that many of these pediatric urologists will keep the patients long-term
because of poor trust of the adult care system and the lack of trained Adolescent
urologists [6]. This study focuses on urology but exemplifies the importance of good
transition and adolescent/adult services with expertise in any specialty.

In a survey of pediatric urologists around the world many of the problems were
described [7]. In many countries, there is no structure for transition but many indi-
vidual efforts. Adult urologists are not generally interested in this complex group of
patients and do not have the experience to care for them. It is the main problem for
pediatric urologists, especially working in isolated Children’s Hospitals. Designated
centers are the only solution to assure high quality care. There is a need for a defini-
tion of structure, funding and administrative support.

Today, it is generally recommended that an adult specialist takes over care after
the transition period. Early cooperation between Pediatric Urology and Adult

Table 13.1 What happens to these young patients when they leave the control system from
pediatric care?

Anxiety from parents and patients—do not want to leave the safe and caring surroundings
“Anxiety” from pediatric specialists—do not want to “let go”
“One step closer to complications and death”

The patients are referred to “any” urology department

Limited knowledge of the congenital anomaly among the adult practitioner

Long term complications of pediatric reconstructive surgery are unknown

Less understanding of the “natural course” of the MMC bladder and renal function

Sexology and fertility problems are not discussed and parents are “overprotective” in this sense
The patients are “most often consults of many but patients of none?”
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healthcare is necessary, and we believe that this should continue into lifelong care.
Every large University Hospital, where both specialties exist, should be obliged to
create a unit for Congenital Lifelong Urology.

Continuation of the patients within a pediatric setting may hinder some aspects
of appropriate adult care [8]. The therapeutic goals may be different and include
more emphasis, for example, on sexual function, fertility and further reconstructive
surgery [9, 10].

The patients have, of course, a strong desire to be as “normal” as possible and
they deserve special attention in many aspects. The transfer to adult care is particu-
larly important in young people with medical complexity, including those with con-
genital, multisystem organ anomalies, and who often are surgically reconstructed.
Some patients will have multiple different medical problems which are outside the
skill set of a single practitioner. It is of utmost importance to have a close coopera-
tion with other specialties and to organize multidisciplinary expert groups. As an
example, in Table 13.2 we have outlined the specialties, that we consider necessary
for the control and care of congenital abnormalities.

Congenital anomalies may present prenatally, at birth or in early childhood, but
some will present in later life (adolescence or adulthood). There are a variety of
reasons for this but it highlights the need for an understanding of the congenital
urogenital anomalies and their embryology among adult practitioners. A clear
example in urology is the potential change in bladder function in boys with urethral
valves, who may experience underactivity of the bladder with increasing age [11].
It is different from the adult bladder outflow obstructions and the adult urologist
must understand and handle the long-term problems in these patients. Over recent
years a basic knowledge of pediatric urology and embryology has been included for
certification as a urologist in Sweden and other countries too. This is a small step
forward towards creating an interest in pediatric urology and towards understanding
the anomalies treated in childhood. However, in specialties (such as urology) where
there is a lack of an adult equivalent to the pediatric team—the lack of education is

Table 13.2 The following specialists Nephrologist
should be required for adolescent and Neurologist/Rehab
adult care of urogenital anomalies

Other subspecialized urologists (reconstructive
urologist, Andrologist)

Sexologist

Gynecologist

Urotherapists

Gastro-enterologist

Colo-rectal surgeon

Plastic surgeon

Orthopedic surgeon
Psychologists and psychiatrist
Radiologist

Endocrinologist

Geneticist
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still an obvious obstacle to optimal care for patients. The need for continued inter-
vention, surgical reconstruction or reoperations are still common in adulthood [12,
13]. In recent years the ESPU (European Society for Pediatric Urology) and the
EAU (European Association of Urology) have started to build a common working
group in order to create recommendations for the follow-up and care of adults born
with urogenital anomalies. We are moving from Adolescent Urology to “Congenital
Lifelong Urology” (CLU).

Example of a Good Practice

In Sweden, as in most other countries, there is a lack of well-developed organiza-
tions for transition from childhood to adulthood in many medical fields. Health care
organization plays an important role. If, for example, pediatric urology is organized
under a department of urology that handles both pediatric and adult cases, the tran-
sition is often smoother because the same urologist can follow the patient through-
out life. If on the other hand pediatric urology is organized under pediatric surgery
in a children’s hospital the transition means change of caregivers as well as change
of hospital—this can be more difficult to manage.

The complexities of caring for patients with multiple medical concerns are often
amplified as the patient moves into adult care. Adult care tends to be more widely
separated so this can mean a transition from a team-based pediatric approach to many
different providers—often with separate appointments and an apparent lack of coor-
dination. From a surgical point of view there might also be a lack of interest from the
adult counterparts if there is limited or no surgery involved in the follow-up.

However, there are some outstanding exceptions to this rule. For example, in
congenital heart disease there is a working cooperation between pediatric cardiolo-
gists, pediatric cardiac surgeons and their adult counterparts [14].

Around 1000 children in Sweden are born each year with congenital heart dis-
ease (CHD). Almost 95% survive till adulthood. Since 2009 there is a nationwide
web-based registry called SWEDCON. It includes grown-ups with congenital heart
disease (GUCH), pediatric patients with heart disease, patients operated on by pedi-
atric cardiac surgeons and it is now starting to register fetal cardiac anomalies. It is
estimated that around 95% of all eligible patients are entered into the registry. In
that way there is an almost complete coverage of all patients with congenital heart
disease and a tremendous resource for research and follow-up of long term results
in patients with CHD and after pediatric cardiac surgery. In addition, seven regional
competence centers for GUCH have been formed and there is an ongoing work to
educate adult cardiologists. The goal is that there should be at least one adult cardi-
ologist in each larger hospital that is dedicated to GUCH and will have good knowl-
edge of the underlying conditions. Swedish cardiologists are also striving to make
GUCH a recognized sub-specialization in cardiology.

The GUCH centers are run by adult cardiologists since mid-1990s and is a team
focused enterprise. The team includes pediatric cardiologists, physiologists, spe-
cialized nurses, physiotherapists, radiologists, psychologists, obstetricians, thoracic
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surgeons and geneticists. It is possible for the patients to contact their GUCH team
directly without referral and this makes it very accessible. The transfer to adult care
usually takes place as a process between 15 and 18 years of age. The goal is that
every patient with CHD, even milder forms, should have at least one appointment
with a GUCH specialist during this time.

Moreover, there is a nationwide videoconference network called GERTRUD
arranged by the pediatric cardiologist for ongoing education.

Even with a rigorous program like the above it is estimated that almost 50% of
the patients are lost to clinical follow-up.

Creation of a Section of Congenital Urology

The most important questions are still waiting for good answers. What do we do?
What do we leave for the adult life? How can we create a good system for follow-up
for our patients? How can we create interest among the adult practitioners in spe-
cialties where it is lacking?

These are questions that arise in any medical care system. In Sweden, as many
countries, there have been different follow-up systems in different regions and dif-
ferent hospitals mainly depending on the individual interest from the adult care-
givers. In our region most of the larger county hospitals have taken care of the
casual long-term controls. Today, unfortunately, there is a lack of doctors and nurses
undertaking adolescent medicine in many specialties. Therefore, one of the most
important issues is to attract doctors and nurses who are genuinely interested in
working with this challenging group of patients and who also understand the adult-
oriented care [15]. For some there has been limited regular follow-up in adulthood,
leaving adult patients to organize their own medical care via local hospitals or GPs.
This statement by Margaretha Dahl (Consultant Pediatric Neurologist, Uppsala
University Children’s Hospital and past President of the “Society for the Research
of Hydrocephalus and Spina Bifida” (SRHSB)) shows us the situation in Sweden
today.

As an adult you are expected to contact hospital care if you want help. Young adults with
MMC (myelomeningocele) do not contact hospitals or care because they do not feel sick!!
As most of them live “at home” their parents have a dilemma. They see that their children
need help, but it is difficult to act and difficult to get in contact with care givers. Many of
the rehabilitation centers in Sweden lack qualified doctors. As MMC is a rare anomaly,
many GPs lack knowledge and experience of this group of patients

Lifelong follow-up by many specialists is necessary for individuals with MMC. The
complex medical situation, often in combination with cognitive difficulties, makes
it necessary to coordinate medical services for this increasingly large group of
adults with multiple impairments [16].

In a Swedish study of adult patients with MMC [17] it was shown that 53% of
the urologically operated adults had a consultation with a urologist every 3 years,
but only 31% of those not operated had any contact. Very few had urotherapy
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support and none had support for their bowel regimen. This study shows that the
majority of these patients with MMC are left without any specialist follow-up of the
urinary tract or bowel in adult life.

It is clear that many of the patients seek help only as emergency cases and this is
costly and risky—placing an avoidable burden on both the patient and the health-
care system. Those who are lost to follow-up and to specialty care may suffer from
recurrent UTI, incontinence, renal insufficiency occasionally and other complica-
tions such as decubitus, poor bowel function, stones etc. A lack of individual plan-
ning from the adult providers leads to poor coordination of smooth and efficient
long-term follow-up [18]. With a good transitional care, the number of hospital
admissions and the number of unnecessary complications for these patients can be
significantly reduced. Disease specific knowledge of the congenital anomalies and
their potential complications are essential for setting up an individual follow-up
plan. The indications for any further interventions should build on the experience of
both pediatric and adult practitioners -they are the key to providing life-long care.
By introducing a better standard of care in adult life many of these emergency hos-
pital visits can be prevented, which is of course beneficial for both the patient, fam-
ily and society [19].

We estimate that a population of 4-5 million people would require one Adolescent
Urologist. It will only be practical to have him/her in a large urology unit in a major
University Hospital. Ideally there will be two such sub-specialists in the unit (Woodhouse
and Wood [1]).

Each country and healthcare system will need to make its own estimation according
to each disease area and the lessons learned to date. Every center should be obliged
to carry out long-term studies, to establish national and international collaborations
and to have research projects on the follow-up of different diagnostic groups. There
should also be a strong emphasis on training and education of the long-term out-
comes of these congenital anomalies for all practitioners in order to create interest
among future specialists. As an example, the requirements for accreditations as an
Adolescent or Congenital urologist are shown in Table 13.3.

Table 13.3 The requirements for “Adolescent or Congenital Urologists”

* General urology specialization and also training in pediatric urology

* Training and competence in reconstructive urology—ureter, bladder, urethra, and genitalia

* Abilities to organize a multidisciplinary team that meets on a regular basis to formulate
patient treatment plans

* To have close cooperation with urotherapists

* To have competence in the management of adult consequences of congenital anomalies
either personally or through associated specialists

* Must follow patients throughout adult life

* Must report outcome regularly in pediatric and adult urology meetings/literature

» Must initiate clinical research projects

e Must collaborate with other national and international centers
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Taking a Service Forward

In our adolescent unit the first steps to this type of organization were done many years
ago. We started with transition meetings together with the Rehabilitation Centre and
our own specialty for children aged 15-18 years. The University Hospital has a geo-
graphically large region with approximately three million inhabitants. More “organized
and professional” care and follow-up started with an “Adolescent” clinic in 2007. A
key decision that made us go further was the creation of a half-time position as
Consultant Adolescent Specialist—in this case, within the adult urology department.
He (JH) had a background as consultant in general and reconstructive urology and was
also trained in pediatric urology. All patients born with a severe urogenital anomaly and
between the age of 15-18 years were transferred to the Urology Department. Initially
all patients in our region with neurogenic bladder disorders (MMC, spinal trauma,
neurogenic bladder in patients with anal atresia, etc), the epispadia- exstrophy com-
plex, and urethral valves were the targets for our clinical follow-up [18, 20]. In time all
adults born with other urogenital anomalies, e.g., hypospadias, renal abnormalities and
bladder dysfunctional problems [21] etc. have been a large part of our work (Table 13.4).
In our system it is essential that the pediatric urologist works together with the adult
urologist and is continuously involved in the life-long follow-up of these patients.

This is an example from within our own specialty. This chapter shows it is
achievable in others.

The urological disorders that require long-term follow-up on a yearly basis
include MMC and other neurogenic bladders, bladder exstrophy and DSD. For
many years the DSD patients have been followed via a multidisciplinary DSD-team
where specialists from pediatric urology, gynecology, clinical genetics, pediatric
endocrinology, psychology have been involved even in adult care [10, 22]. Of the
patients that we today see in our clinic approximatively 50% need some minor or
major reconstructive surgery. Furthermore, the team is today involved in most
penile - urethral reconstructive surgery in adolescents and adults. In brief, our orga-
nization of a section of Congenital Urology is seen in Table 13.5. It is very impor-
tant to allow more time with this group of patients not only in the transition period.
The importance of having trained urotherapists or specialized nurses involved in the

Table 13.4 Urogenital malformations * Neurogenic bladder and bowel (MMC, spinal
or multiple anomalies that may create injuries and diseases)
urological problems and contacts for

* Exstrophy—epispadia complex

long- .
ong-term ¢ Cloacal anomalies

e Urethral valves

* Hypospadias

* Disorder of sex development (DSD)

¢ Renal anomalies with affected renal function

e Vesicoureteral reflux

* Bladder dysfunction and incontinence; adult
enuresis
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Table 13.5 Congenital Urology in Uppsala

Transfer meetings starting in puberty
Patient and parents
Pediatric habilitation—neurology, pediatric and adult urology, adult rehabilitation,
urotherapy
Referral to adult specialties
Congenital Urology in Uppsala
Outpatient clinic 2 days per month, 30-60 min per patient
e Adult and pediatric urologist
e Adult and pediatric urotherapist

* Every patient is contacted by phone once a year

e Patients with neurogenic bladder (MMC), bladder exstrophy or urethral valves are
followed up yearly

e 150 patients per year
Surgery 2 days per month

e Adult and pediatric urologist
* 40-50 operations per year

clinics cannot be over-emphasized and will apply in any area of medicine. They are
the key people in the organization and are involved in both organization and treat-
ment. We are aiming at having one from the pediatric and one from the adult depart-
ment. We have found this to be a simple way of increasing the competence on both
sides and also maintaining the trust of the patients and parents. The team is also
involved in teaching and information about adolescent urology.

Conclusions

It is from experience and the long-term outcomes that we can both learn and improve
the care of our primary patients who are enrolled in our follow-up-system. A regis-
try should be created [16] already from childhood as long-term complications with
specific aspects of care is important—in our work these include—bladder function,
sexual function and fertility. This should be elucidated in follow-up studies. For the
Congenital urology-team, these are stimulating and rewarding tasks as each group
of patients will certainly benefit from a standardized plan for their life-long care.
One important task is to be part of international networks and to create national
networks where both pediatric and adult urology are involved. This will enhance the
interest and understanding for our organization, patients and Congenital Urology.
Another important result of a careful follow-up may eventually change some of
our treatment strategies as pediatric specialists when it comes to reconstructive sur-
gery and the timing of procedures. There are still many obstacles in both transitional
care and long-term follow-up. It is shown by many pediatric surgical specialty
groups that even with an elaborate and well-functioning system, not more than 50%
of the patients who need life-long follow-up are actually followed. In many centers
the creation of Congenital Urology for lifelong care is mainly built on individual
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dedication and interest with little support from the specialty. However, over the last
10 years there has been much more interest and new centers have been organized in
many countries. In Europe the ESPU has prioritized adolescent urology in meetings
and also created working groups together with EAU and the reconstructive urolo-
gist. This may be a way to increase the interest and to educate the adult urologists.
Our future goal is to create an “Adolescent or Congenital Urologist” who can
match the requirements shown in Table 13.3. All Urology departments in large
University Hospitals should be obliged to create such positions and to build the clin-
ics and surgical care that have been discussed in this book. We have shown that a
good follow-up system can be created in hospitals where both pediatric urology and
adult urology exist and at least in Sweden we are convinced that this model with both
specialties working together is of importance and vital for the life-long follow-up.
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