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Objectives: Although patient education is recommended to facilitate the transition from
pediatric to adult care, a consensus has not been reached for a particular model. The specific
skills needed for the transition to help in facilitating the life plans and health of young people
are still poorly understood. This study explored the educational needs of young people with
diverse chronic conditions during their transition from pediatric to adult care.

Methods: Qualitative semi-structured interviews were conducted with 17 young people with
chronic conditions. A thematic analysis was conducted to examine the data.

Results: Five themes emerged from the data, identified through the following core topics:
learning how to have a new role, learning how to adopt a new lifestyle, learning how to
use a new health care service, maintaining a dual relationship with pediatric and adult care,
and having experience sharing with peers.

Conclusion: A shift in perspective takes place when the transition is examined through the
words of young people themselves. To them, moving from pediatric to adult care is not viewed
as the heart of the process. It is instead a change among other changes. In order to encourage
a transition in which the needs of young people are met, educational measures could focus on
the acquisition of broad skills, while also being person-centered.

Keywords: transition, adolescence, chronic disease, pediatrics, patient education

Introduction

During youth, young people with chronic conditions face an unprecedented period of
instability which comes with many changes. They gain in autonomy when managing
their illness (the latter having previously been largely managed by their parents), they
undergo somatic and mental upheavals, and they leave pediatric care to move to adult
care.! Breaks in medical follow-up, nonadherence to treatment, and unhappiness are
more frequent during this period.>*

Developmentally appropriate health care (DAH) is recommended to help young
people face these changes and for them to learn progressively how to grow up with a
chronic illness. Young people (defined by WHO as 1024 years of age)® need a form
of adaptive health care that is different from the one children and adults® receive. DAH
recognizes the changing biopsychosocial developmental needs of young people and
their need for empowerment.” DAH relates to pediatric and adult care and the transi-
tion between both services. In this perspective, transition is more than the movement
from pediatric to adult care (the latter of which is called a transfer). Transition is a
period of global changes (pubertal, psychological, social, academic/professional,
and of health care services). It needs to be prepared in an organized and coordinated
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transition process, thus enabling young people to optimize
their development, life plan, and health.3?

In a systematic review, Crowley et al'® showed the impor-
tance of patient education to empower young people and to
optimize their health during transition. Patient education is
a process which enables young people to acquire and retain
skills that help them maintain a healthy lifestyle given their
illness.!! Different models exist (applicable to all chronic con-
ditions). Schwartz et al'? developed a socio-ecological model
in which young people’s environment is highlighted as being
a major influence and includes young people’s interactions
with their parents and their caregivers when acquiring self-
care skills and autonomy. Reed-Knight et al'* underscored the
role of parents in the development of self-care skills and skills
related to communicating with the medical staff. Modi et al'*
presented a model of pediatric self-management (focused on
treatment management) that outlined the levels of influence
of the individual, the family, the community, and the health
care system. While these models provide solutions that
help young people learn to become more empowered when
managing their illness and their treatment and when moving
to adult care, they remain vague regarding operational edu-
cational objectives, especially those aimed at supporting
young people’s psychosocial development and daily lives
(eg, what type of educational objectives can be offered to
learn to cope with social life, or to cope with a new way of
thinking about oneself, or to manage lifestyle skills?). More
recently, Schmidt et al'>'¢ offered a detailed patient educa-
tion program for transition. It consists of a 2-day transition
workshop before the transfer and aims to improve the overall
skills of young people in relation to their biopsychosocial
needs. It is, however, more of a transfer-centered program
than a form of patient education within a transition process:
the progressive changes experienced by young people cannot
be managed in a 2-day workshop, as the time of transition
lasts many years.

Actually a consensus has not been reached around one
particular transition-oriented patient education model. While
patient education is a process that enables young people to
acquire skills to live with a chronic illness, the specific skills
needed for young people to go through a transition that is
more in tune with their life plans and their health are not
well known.!"'> We have little information about how young
people learn to cope with changes during this period. A recent
review of the literature'” showed that research on transition
is primarily focused on organizational needs and does not
frequently explore the lived experience of young people.
Two reasons can explain this: samples are only composed of
experts and/or health professionals, or quantitative methods

are used.'® These approaches do not allow researchers to
study the internal logics of young people and their behavior
toward their health. For this, qualitative methods are indeed
preferred.'®! The latter methods had been overlooked in
studies with young people under the pretext that this age
group lacked the ability to understand and verbalize their
experience, a point which has since been completely refuted
by research.?

Using a qualitative method, our study therefore aims
to explore the educational needs felt by young people with
a chronic condition during transition in their daily lives.
We aimed to identify 1) educational needs relating to the
development of self-care skills, 2) informational needs relat-
ing to managing exploratory health behaviors (eg, emotional
and sexual life, smoking, alcohol, drugs, etc), and 3) psy-
chosocial needs relating to young people’s coping mecha-
nisms. Needs related to the change in medical services are
also examined. The objective is to better understand young
people’s experience of transition, how the educational needs
cited above and the event of transfer are important for them
in their daily life, how they learn to cope with the changes
during transition, and what their needs are to optimize their
learning.

Methods

Methodological approach

A qualitative design was adopted and featured semi-structured
interviews, which were analyzed through thematic analysis.
The thematic analysis allowed us to study the themes identi-
fied within the interviews both through deductive (ie, theory-
driven) and inductive (ie, data-driven) means.*'*> We first
stipulated, based on adolescent health literature,>° that
young people had needs that corresponded to the categories
of needs cited above (self-care needs, lifestyle management
needs, and psychosocial needs). These categories inspired
our questioning (Box 1). The questions aimed to clarify each
category by exploring how the changes of the transition
period impacted young people’s needs, since little informa-
tion is available on this topic at this time. We also remained
attentive to the emergence of new categories which could
come up during the interviews.

Sampling

Sampling was purposively targeted and not random, with
a selection strategy based on criteria. To participate in the
study, young people had to 1) live with a chronic condition
and 2) be involved in, or close to, the transfer (move to adult
care in <1 year or having moved to adult care for <2 years).
The range of age we settled upon was from 15 to 25 years,
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Box I Interview guide

e Can you tell me how you manage your illness and your treatments
now that you are becoming an adult?

e How would you react if you had an incident once you were cared
for by adult care?

e How would you describe adult care?

e Can you tell me what you think is important for adolescents to
know before they leave the pediatric unit?

e What are your feelings about leaving the pediatric service?

e How would you describe a young person with your condition who
goes in for adult care?

e How important is your illness in your life?
e Do you have specific interests in certain health topics?

® Who do you talk to if you have questions about alcohol, tobacco,
drugs, sexuality, etc?

e What is your life plan?

Is there anything you consider important that we have not
discussed today?

since transfers that occur before 16 and after 21 are very rare
in France. Thanks to this range, we were able to recruit young
people who were both undergoing developmental changes
and who were involved in a transfer from pediatric to adult
care. Young people with cognitive impairment and/or who
did not master the French language proficiently enough to
participate in interviews were excluded from the study.

Young people were recruited in three hospitals in France:
Amiens University Hospital, Necker Hospital, and Jean
Verdier Hospital.

We purposefully chose a sampling strategy that targeted
maximum variation. We aimed to recruit young people with
diverse chronic pathologies in order to identify the invariant
elements among a potential variety of educational needs.
Since young people living with a rare disease could have an
experience that was more difficult due to heavy treatments
and complex care than that of young people living with a
prevalent disease,?® we sought to have a balanced proportion
of both categories of young people living with a chronic
illness. Such a precaution was meant to avoid gathering
information that would be determined by the nature of the
young people’s diseases. It also served to identify the require-
ments linked to a particular type of disease from those which
were common to all young people. Diseases are defined as
rare when they affect <1 person out of 2,000, according to
European Union standards.?” We also wished to recruit young
people who were at different stages in the transition process:
both before and after transfer to adult care (“pre-transfer”
and “post-transfer”). In this way, the needs that were felt and
anticipated before moving to adult care were collected, as
were the needs felt after the transfer to adult care. The process

as a whole was therefore studied. Finally, distinct hospital
environments were represented in an effort to increase the
probability of hearing from young people with sociologi-
cally diverse backgrounds (the three hospitals are in three
regions with three different sociologic realities: the city, the
suburbs, and the countryside) and who had been cared for by
caregivers with different practices. Once more, we sought to
find a balanced proportion between these categories.
Thanks to these selection conditions, we were able to gain
maximum variation sampling to understand how transition in
the daily life of young people is seen and understood among
different young people, in different settings, and at different
times.?® Maximum variation sampling is indeed characteristic
of'this type of method when multiple facets of a theme are to
be explored. Such variation led to the richness of the data.”
This method is aligned with our research objective, in which
we aim to identify the educational needs common to young
people with diverse pathologies during the transition.

Procedure
The heads of pediatric and adult services in the aforemen-
tioned hospitals who cared for young people with a chronic
condition were contacted and asked to notify young people
who corresponded to the study’s inclusion criteria. The
doctors presented the study at the hospital to young people
who met the inclusion criteria and gave them an informational
document written by the main investigator (MM). Each doctor
was asked to present the study to a maximum of five young
people to respect the maximum variation sampling. When
young people agreed to participate in the study and parents
of underage participants agreed to let their child participate
in the study, the doctor gave the contact details to the main
investigator (MM). Written consent from the young people
and the parents of underage young people was required to
participate in the study. Meetings for a face-to-face interview
were organized by phone or text messaging with the main
investigator (MM). Four young people did not answer the
calls and text messages. We do not have formal data relative
to the number of young people who were notified of the study
by their doctor and who may have refused to participate at that
time. However, three cases of refusal were reported to us (two
at the Jean-Verdier hospital and one at the Amiens hospital).
Participation was completely voluntary. The young people
were not provided with any form of reimbursement.
Face-to-face interviews took place in the hospital in
which the young people were cared for and were led by the
main investigator (MM). Young people were not hospitalized
at the time of the interview, but reported to the hospital for
a consultation. One interview took place as a teleconference
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and another was conducted over the telephone for reasons
linked to the young person being geographically removed
from the hospital. Interviews lasted between 30 minutes and
1 hour and were recorded with a digital recorder.

Basic sociodemographic data (age, study level, or profes-
sion) were collected at the beginning of the interview with
the young people.

Data analysis

The principles of thematic analysis* were applied to analyze the
data. Interviews were transcribed verbatim. Two researchers in
health education, who were exterior to the study, discussed and
agreed on the analysis and on whether the themes and codes
that had been identified corresponded to the verbatim. Quotes
and transcripts were translated from French to English by a
professional translator for inclusion in this article.

Since thematic analysis is a method that is selective
and shaped by the objectives of the research, we identified
semantic categories pertaining to the educational needs felt
by young people based on their experience of transition in
their daily lives. We defined the needs as the gap between
the person’s current situation and his/her desired situ-
ation.’! Needs were identified through semantic clues such

as “I would need...”, “there should be...”, “I wonder if...”,
“I’'m afraid that...”, “I don’t know how to...”, “I would
like...”, “it’s hard...”, “it’s important...”, “it embarrasses

me...”, “Idon’t feel like I can...”, etc. We cut the text corpus
transversely to extract the elements that referred to a same
theme in the various interviews. The manner of cutting the
text corpus was stable from one interview to another.

The meaning saturation principle® was used to decide
when to stop the research. This principle reposes on determin-
ing whether the questions brought about in the research are
sufficiently and relevantly posed in the interviews, to the point
at which a new interview would not provide a renewed under-
standing of the phenomenon. Two interviews were still con-
ducted when saturation was obtained and no new information
on the educational needs felt by young people was collected.

This study complied with the COnsolidated criteria for
REporting Qualitative research guidelines for qualitative
research.®

Ethics

The study was conducted in accordance with the Declaration
of Helsinki. Young people and parents of underage young
people participating in the study were informed and provided
written consent. The informational document mentioned that
a psychologist from the hospital was available to receive the

young people after their interviews. The main investigator’s
(MM) contact details were provided, as was his availability
to answer any questions about the study.

The study was approved by the Ethics Evaluation Board
for Health Research (no. 201713), the Advisory Committee
on the Treatment of Information in the field of Research
(no. 16-311), and the National Commission on Computer
Technology and Freedom (no. 1984766 v0) in France.

Data anonymity was guaranteed.

Results

Characteristics of participants
Seventeen young people were interviewed (ten women
and seven men). The average age was 18.2 years (SD £1.8).
Seven young people were in pre-transfer (pediatric care) and
ten young people were in post-transfer (adult care). Eight young
people suffered from prevalent diseases (type 1 diabetes, HIV,
epilepsy) and nine had rare diseases (mastocytosis, multiple
sclerosis, sickle-cell anemia, B-thalassemia, liver transplanta-
tion, cystic fibrosis). Seven young people came from Necker
Hospital, six others from Amiens University Hospital, and
four more were from Jean Verdier Hospital (Table 1).

The study respected the sampling strategy that targeted
maximum variation with a balanced proportion between the
different categories of young people.

Table | Sample description

Characteristic N=17

Average age 18.2

Gender (n)
Female 10
Male

Pathology (n)
Type | diabetes
Liver transplantation
HIV
Sickle-cell anemia
Epilepsy
Cystic fibrosis
Multiple sclerosis
B-Thalassemia
Mastocytosis

Type of pathology (n)
Prevalent 8
Rare 9

Transition (n)

~N

——_ — — — NN wn

Pre-transfer 7
Post-transfer 10
Hospital center (n)
Amiens University Hospital Center 6
Necker Hospital 7

Jean-Verdier Hospital 4
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The young people’s experience of

transition

The analysis of the verbatim reports revealed that the needs
expressed by young people came as a result of changes
that were taking place in their lives during the transition
period. Five themes and 23 respective codes were identi-
fied (Table 2). They are invariant regardless of the types of
diseases and the young people’s locations.

Theme |:learning a new role with

an illness

A new role as a human being

For the young people being interviewed, becoming an adult
with an illness primarily amounts to forging one’s identity
and social place. But the illness can sometimes complicate
the process. Some young people therefore expressed a nega-
tive attitude toward their illness: it seemed to prevent them
from being who they wanted to be or who they would like to
become (feeling a sense of weariness toward the treatment
and toward consultations).

I don’t like hospitals. I’m fed up because I’ve been coming
here since I was very little. I'm fed up with the medicine.

I’ve been traumatized by the pills. [ Young person 5]

The illness is seen as taking up too much space in some
of the young people’s lives and in the ways they perceive
themselves (a cognitive load due to the attention paid to the
illness, being “sick” first and “young” second). A fear of
being categorized was also expressed (being perceived by
others as only being “sick”). Young people want to learn to

Table 2 List of identified themes and breakdown of relative codes

be more than just a sick person toward themselves, in their
daily life and in social life. According to the young people
who were interviewed, patient education interventions at the
hospital simply amounted to learning self-care skills. In this
way, patient education often reminded young people that they
were “sick”. This could, in turn, lead certain young people
to reject this form of education.

(Young person 1) When I was younger, I didn’t think about
my illness. But now that I’'m older, I think about the fact that
this illness is really going to ruin my life. Because I know that
I’1l always have problems. I’ll never be like everyone else.

(Young person 9) I’'m always afraid of the way people
will react if I talk about my illness. I feel like I expose
myself any time I talk about it. After that, people know
my weaknesses.

(Young person 8) I do not want them (the caregivers)
to teach me how to treat me. I’'m sick of being told about

my illness all the time.

Young people can feel excluded from various communi-
ties because of their health and social comparison can bring
about negative feelings. Young people would like to know
how to manage better their social identity and social life with
other young people.

(Young person 17) Sometimes I’m sad when I see my friends

doing things I can’t do.

Finally, existential types of questions were articulated
(why me? Why is my life more complicated than the lives of
my peers?). According to young people, these themes are not
discussed with their caregivers. And yet, some young people

Themes Codes

Learning a new role with an illness

e As a human being

e Being responsible for the illness and its
treatment

e As a patient

Learning a new lifestyle

Learning a new health care service

Maintaining a dual relationship with
pediatric and adult care
adult services

Having experience sharing with peers

resources for health questions

Afraid of being categorized as “sick”; negative attitude toward the illness; comparing oneself to
non-diseased individuals; sense of injustice (why me?)
Learning from parents; feeling of self-efficacy

Participation in the decision; willingness to be viewed as an adult

A need for information on general health matters; not identifying health care professionals as

The change is not perceived in relation to oneself; the change is mostly perceived in relation to the
parents; peace of mind regarding the change; the change is grasped after the fact; a modification in

the relationship with the health care personnel; more biomedical consultations in the adults’ unit;
administrative management is difficult to handle

Trusting the pediatric doctor more for urgent or personal questions; needing time to trust new health
care professionals; a sense of security provided by the dual relationship with pediatric and

Exchanging tips and tricks to live with the illness; sharing similar experiences; a common vocabulary

Patient Preference and Adherence 2018:12
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need guidance or a listening ear regarding these questions
before being ready to learn self-care skills. There is a require-
ment for caregivers to be attentive to emotional, existential,
and personal concerns as these are major concerns for young
people at this stage in their lives.

(Young person 3) Being diabetic was difficult to accept.
Actually, I still don’t accept it and I never will. We always
ask ourselves: why me, etc.

(Young person 11) I sometimes tell myself: why me?
Why am [ the one with the illness and not someone else?

Why does this illness exist?

Being responsible for the illness and its treatment
While self-care tasks do not change in adulthood, young
people realize that they must become autonomous to manage
their illness. The observation of their parents’ care proce-
dures was identified as a main source of learning. As these
young people grow up, parents transfer self-care skills to
their children progressively. Some interviewees expressed
the need to feel more confident in order to take on such a
responsibility.

(Young person 12) Until 13—14 my mother took care of
my treatment. And from there, my mother made me more
responsible by telling me to think about it too.

(Young person 1) I know how to prepare the injection for
myself. But I can’t do the shot because I'm a little scared.

So my mother injects it. I’'m afraid of doing things wrong.

Some young people were also keen to know more about
the illness. While they had procedural knowledge of the
management of the illness and its treatments (knowledge
shared with the parents), they sometimes lacked a deeper
understanding of the illness and its treatments.

(Young person 2) I really want to understand, even the bio-
logical mechanisms and everything ... It would interest me

to know very exactly what happens and how it happens.

A new role as a patient

Certain young people said that, while they were required
to have greater autonomy in the way they managed their
illness as they grew up, they did not always feel more
autonomous when it came to medical decision-making.
In those cases, young people felt like they were passively
enduring their care and that their opinions were not taken
into account, when they actually felt capable of participat-
ing in decisions (planning the transition, deciding on the
number of necessary consultations, etc). However, young

people need to acquire sufficient knowledge about how a
usual consultation happens in adult care, their rights, the
health care system, etc to have a more active role in the
relationship with medical staff.

(Young person 3) The dietitians are super strict, so I don’t
actually ask them how to adapt my food habits. Because if
I listen to them, I don’t eat anything.

(Young person 17) I prefer it in the adults (service).
It’s more mature. There are more people my age. I’'m left
alone more, too.

(Patient 7) After seeing the adult care for my first
consultation, I said to myself that I would have liked to be

prepared to this new type of consultation.

Theme 2: learning a new lifestyle

The young people being interviewed were encountering
new situations, and they did not always feel like they were
presented with the right information to make decisions based
on their pathologies. Some of these situations included
fatigue, health-risk behaviors (smoking, alcohol, drugs),
stress, and sexuality. Although young people were sometimes
aware of the general recommendations linked to their con-
ditions, they did not always understand the reasons behind
such recommendations.

(Young person 3) I know that it’s not good to smoke when

you have diabetes, but I don’t see the connection.

Similarly, they expressed interrogations regarding new
experiences (fatigue, stress), as they could not tell whether
these sensations were linked to their illness, to their lifestyle,
or to their own personal development.

(Young person 8) I'm often tired, but I don’t know why.
I don’t know if it’s because of my illness or not.
(Young person 6) I never understand if drinking alcohol

can lower blood sugar levels.

It seemed difficult for these young people to discuss
these situations with caregivers since such conversations
did not fit within the strict framework of the medical exam.
It is important that the caregivers initiate a discussion on
these topics.

(Young person 10) It’s hard to talk about sexuality with
someone we don’t know very well or that we see as being
“higher up” (talking about the health care staff), a little
bit like parents. If we’re given documents first, it goes a
lot better.

(Young person 13) We never talked about all of that
(sexuality, alcohol, etc) with the health care staff.
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Theme 3: learning a new health care

service

According to young people who were consulted, moving to
adult care did not automatically imply feelings of stress or
anxiety, nor did it necessarily lead to sadness upon leaving
pediatric care and its caregivers. It was not necessarily a
time of questioning either. The transfer from pediatric to
adult care could therefore be perceived as a normal event
that was to be expected.

(Young person 2) Moving to the adult care isn’t going to
change anything at all.

(Young person 11) The transition isn’t going to change
anything in my life.

(Young person 12) I didn’t have the impression that it
was hard to pass to the adults’ (service). For me, it was in

the continuation.

Young people were, however, sensitive to their parents’
fears of losing quality health care and relational ties in
pediatric care.

(Young person 12) For me, the transition is a small change.

But for my mother, it’s a big change.

Before the transfer and before discovering adult care,
young people are sometimes unaware of the changes that
will occur in their health care. Findings showed (from
“post-transfer” young people) that feelings of stress could
emerge once young people had experienced the adult care
environment (shorter consultations, different ways of making
appointments, etc).

(Young person 9) I don’t feel as close to the doctors now
that I’m with the adults. There are fewer exchanges. I don’t
feel as confident with a doctor in adult care: since he doesn’t
know me as well, I’m more afraid of his choices. Afraid that

he’ll take things lightly and make a mistake.

Administrative procedures (being reimbursed for treat-
ments, dealing with social security, etc) could also be per-
ceived by young people as complicated to manage.

(Young person 7) It would be nice if there was a training
session for young adults to help them manage the papers
that need to be filled out, handed in ... health insurance...
explain how to manage those papers. Managing the medi-

cine, that’s well explained, but not the papers ...

Theme 4: maintaining a dual relationship

with pediatric and adult care
According to certain young people, maintaining a relation-
ship with pediatric caregivers for a specific amount of time

while the adult care was first being explored allowed them to
experience a “true” progressive transition process instead of
a simple transfer. Young people sometimes engaged in this
type of behavior informally by continuing to talk (by phone)
to the pediatric doctor for questions they considered urgent,
personal, or important. Since the relationship with the doctor
in adult care was still new, trust had not yet been fully estab-
lished. Young people could therefore prefer to ask certain
questions to their pediatric doctors at first. This makes the
change more secure for young people.

(Young person 9) I've continued to contact staff from pedi-
atrics since I’ve been in adult (care). I know that if I have
questions I better talk to a doctor in pediatrics.

(Young person 14) I think that I’ll continue to contact
the pediatrics health care staff during my first weeks/months
in adult (care).

(Young person 16) [ know that if  need to one day, I can

call my pediatrics care team.

Theme 5: encouraging exchanges

with peers

Some young people expressed the fact that talking to other
young people with chronic conditions could help them.
It allowed them to move forward when learning to live with
the illness, whether to manage self-care tasks or to under-
stand the psychosocial dimension of the illness. Peers can
become a resource for young people when the relationship
with caregivers is difficult. Young people find support in
peers who have lived through similar experiences and who
can share self-care strategies or tips on adapting, all of which
are perceived as useful and effective.

(Young person 3) I understood that I could eat other things
because [ went to a camp for young diabetic patients. I met
other young people... And sharing experiences — that helped
me. They were the ones who taught me that I could eat
differently. Because the dietitians, they’re not very cool.
(Young person 11) The camps help a lot. We had lots of
training sessions on smoking, alcohol, drugs, eating habits,
physical activity ... We also talked with others who also

have diabetes, we talked about how we did...

Proposed generic transition-oriented
patient education

We identified the skills that could be introduced in transition-
oriented patient education based on the educational needs
that had been determined in the thematic analysis (Figure 1).
Such a deduction was interpretive. It was meant to establish
the elements that we had identified in the thematic analysis
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Theme 1

new role as

a human being

Psychosocial skills
— Cultivate a non-negative attitude toward the illness

— Compare oneself without devaluing oneself due to the illness
— Define oneself as a person and not only as a sick patient

— Include the illness in one’s life path

—)

Theme 1

=

being responsible
for the illness

Self-care skills

Psychosocial skills
Theme 2

Anew
lifestyle

Lifestyle skills

Theme 3

A new health ‘
care service

Theme 1

— Project oneself in adult care

— Manage administrative tasks

A new role

as a patient — Look for information on health

Theme 4

A dual
relationship

Theme 5

Exchanges
with peers

— Understand the reasons for the development of the illness
— Manage one’s health and treatment autonomously: implement strategies to respect the treatment routine,
know the role of each type of medicine, its secondary effects, and the consequences of irregular intakes

— Develop a feeling of self-efficacy in order to manage self-care

— Be aware of the impact a certain lifestyle has on the illness and vice versa

— Manage potential inconveniences linked to the illness during activities (fatigue, stress)
— Anticipate the consequences (positive or negative) of behavior patterns on health
Skills to understand and use the health care system

— Master the codes of consultations in adult care

— Speak with the doctor about potential psychosocial preoccupations
— Know about the health system’s resources

Co-plan the educational program with the adolescent and his/her parents

‘ Coordinate educational events between pediatric and adult care

Organize collective educational workshops to promote exchanges between participants and/or call on a

young adult who has finished the transition process to co-host an educational event and share his/her
experience with youth

the corresponding theme

‘ Useful skills needed to live through a favorable transition for one’s health and life projects, in light of the corresponding theme

=) Ideas to design the modalities of educational events geared at assisting youth to learn to grow with a chronic condition, in light of

Figure | Proposed approach for generic transition-oriented patient education.

as skills that would be useful for young people to acquire to
experience a favorable transition. The categories of skills
refer back to the categories of needs identified in the literature,
the latter of which served to guide our interviews (self-care,
lifestyle management, psychosocial skills). An additional
category emerged: understanding and using the health care
system. Certain elements of the literature were specified
(eg, the learning of self-care skills and lifestyle skills) and
new elements were highlighted (eg, the educational needs
felt by young people to manage their identity with an illness,
the need for young people to learn to understand and use the
health care system and to construct new roles as patients).
Through the thematic analysis, we were also able to identify
young people’s preferred ways of acquiring these skills, which
they expressed during the interviews. These preferences can
provide perspectives for professionals when designing the
modalities of educational events that assist young people as
the latter learn to grow with chronic conditions during their
transition. We present this approach in Figure 1.

It is important to note that young people who are the
same age do not all have the same levels for each skill.

This depends on their levels of development, their experi-
ence, etc. A personalized educational pathway must therefore
be developed (with the young person and his parents). Our
approach is progressive and cannot be reduced to a one-
shot intervention. The caregivers should evaluate the young
people’s skills at different times of transition (eg, at the start
of'adolescence, closer to the event of the transfer, and in adult
care). This would enable them to identify the young people’s
high-priority educational needs and offer appropriate educa-
tional sessions. Depending on the skills involved, caregivers
can use a range of different teaching techniques. For example,
role plays can be used for the acquisition and enhancement
of interrelated skills (the young person can take on the role
of the doctor and lead the consultation); case studies can
serve as a medium for decision-making (such as reacting to
a health incident at a party); young people can create pictures
or videos to discuss identity construction or their representa-
tions of the future. This generic approach should be used by
both pediatric and adult care caregivers to help young people
grow up with a chronic illness and progressively acquire the
aforementioned skills.
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Discussion

So far, patient education has been recommended to opti-
mize transition. However, the skills that young people need
to acquire are not well documented."'>!'” Our qualitative
study allowed us to explore the transition experience in a
novel way: a learning process as perceived by young people
themselves. We identified educational needs that were com-
mon to young people suffering from different illnesses and
in different contexts of care, needs which were specific to
transition. The five themes identified through the thematic
analysis can serve to design an educational program in which
transition is viewed as a process of learning about change,
and which surpasses the single issue of changing health
services. It is a key shift in perspective, since the current
mechanisms in place are centered on the transfer from one
service to another'”*** instead of focusing on the transition
as a whole, as experienced by young people.

The interviews did indeed show that one of the major
challenges during transition was that young people had to
create a new role for themselves. The process of coping
with one’s identity is highlighted by our study in a new way.
For the first time, the ways in which patient education can
help young people to cope with psychosocial development
and identity construction are specified. On a personal level,
the skills young people needed during this period related
to building a self-concept in which the illness was given a
balanced place. The interviews showed that young people
who exhibited strong nonadherence behaviors were also
the ones who expressed having more difficulties master-
ing this psychosocial skill. This is confirmed by studies of

several authors in psychology?3¢-3#

showing that the more
young people with chronic conditions define themselves
as “sick”, the more they risk lowering their adherence to
treatment or developing a high level of unhappiness. Our
results complete such research and provide potential solu-
tions to facilitate the process for young people to learn to
embody a new role as human beings with chronic illnesses
(cf skills in Figure 1). The development of a satisfactory
identity for young people could be an explicit goal in patient
education programs, given the importance of identity during
the transition — as expressed by young people — and its
impact on health behaviors.* If patient education is limited
to learning self-care skills or to acquiring knowledge about
the transfer, it can be perceived by young people as a stig-
matizing activity (learn to become a patient), and does not
correspond to the developmental challenge young people
experience. Transition-oriented patient education could
help young people learn to change themselves. To our

knowledge, our research is the first to offer operational
objectives to achieve this.

The literature on transition highlights how important it is
for young people to become more autonomous in self-care
procedures and to build on their new role of being responsible
for the illness.!” In this regard, we noticed that young people
engaged in vicarious learning: they observed and analyzed
their parent(s)’ care procedures in an effort to apply gradually
these actions autonomously as they grew. They therefore do
not automatically express a need for education nor do they
view education interventions as a priority in this realm.
On this topic, young people and parents seem to share the
same opinion. In a review on the parent’s experience of tran-
sition, Heath et al** showed that parents facilitate their child’s
growing independence to manage self-care skills. However,
the transfer of skills (in self-care procedures) from the parent
to young people can be hindered in cases when parents are
afraid of letting their child become autonomous in the man-
agement of their health. The health care team must therefore
ensure that the transfer of skills does indeed take place, they
must promote it or even dispense these skills themselves if
needed. For that, they must include the parents in the transi-
tion process and define their role clearly.*® On the contrary,
young people requested more information on general matters
of health (at risk behaviors, sexuality) linked to their illnesses,
which confirms the findings of previous studies.*'**> Young
people are led to question themselves when faced with issues
such as fatigue or stress, since they are unable to determine
the impact their illness has on their experiences and whether
a health care professional can help in these cases. These
issues are common to all young people, since the latest
Health Behaviour in School-Aged Children report showed
that young people were increasingly preoccupied by ques-
tions related to mental and physical well-being.* Our results
reveal that young people do not seek caregivers as resources
on these matters since such issues do not fit within the strict
framework of the medical exam. Transition-oriented patient
education is an opportunity to change this representation and
empower young people to manage their global health instead
of simply focusing on self-care linked to the illness. The
acquisition of skills needed to live with a chronic condition
cannot be reduced to a formal educational process. The young
people’s family and health care environments, as well as the
health system as a whole, contribute to the acquisition of
such skills.!>* Transition-oriented patient education must be
designed systemically and must fit within an overall system
that is patient centered. Our results show that formalizing a
dual relationship would allow young people to feel secure
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and not to sever abruptly the connections made in pediatric
care. Young people could gradually create a relationship
with the new caregivers. This formalized system can benefit
from joint consultations, the designation of a coordinating
nurse,* or the visit of adult facilities by adolescents in the
pre-transfer phase.*

Caregivers and young people could co-decide on a
time to end the dual relationship (based on a reasonable
time frame). At a period when young people ask for more
autonomy and responsibility, giving them a more proactive
role in the transition process could reinforce the therapeutic
relationship and the adherence to treatment. Similarly, as
young people highlighted the progress they had made after
having learned from peers, this peer system could be formal-
ized within the transition process by setting up educational
programs in which young people in the post-transfer phase
could testify and talk about their experiences. Such examples
of engagement from persons with chronic conditions are
starting to take place within the health system. This comes
as a response to the users’ increasing demand to be more
involved in the care they receive and to be represented more

satisfactorily.*”#

Limitations

Since this study was qualitative in nature, we were able to
better understand and highlight certain phenomena specific
to the transition period among young people. However, the
proposals uncovered here must be read as hypotheses, which
other studies will need to verify further. The diversity of
our sample, while deliberately sought, may have limited us
in gaining a deeper understanding of one group of young
people in particular. It is likely that needs vary in intensity
depending on the illness or on young people’s sociodemo-
graphic and/or psychological profiles. Similarly, our sam-
pling did not include certain particular cases which we, in
turn, did not address. For example, when a rare disease in
pediatrics becomes a prevalent disease in adult care, as is
the case for certain chronic inflammatory diseases, what are
the specific requirements needed to prepare young people
for this reality? Furthermore, information related to study
refusals by young people should have been better collected
to assess potential sample bias. Finally, the analytical frame-
work used for the interviews was limited to an educational
reading of the phenomena at hand. Although we aimed
to pay attention to the “off-topic” elements that seemed
meaningful to young people, our questioning approach may
have led us to miss certain topics which would not have
been spontaneously mentioned by the participants, given
our interview model.

Conclusion

To answer the needs of young people, transition-oriented
patient education could consist of education focused on
change. Young people are led to take on a new role (they
become responsible for their own health and are accountable
as human beings), they make decisions regarding new lifestyles
(emotional and sexual life, smoking, alcohol, etc), and they use
a new health care service. In order to succeed, young people
must enlist skills related to self-care, lifestyle management,
psychosocial elements, and an understanding of the health
care system. Although our results could be completed by the
needs identified by the caregivers to improve the autonomy
of young people, this study provides a generic framework for
educational programs which could be implemented regardless
of young people’s specific diseases and health care contexts. It
seems like a transition process could be formalized, one which
would take the young people’s situation into account and would
engage both pediatric care and adult care. The transition can,
finally, be viewed as an opportunity for young people to par-
ticipate and engage in the health care system more easily.
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