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Abstract

Transition from paediatric to adult healthcare presents unique challenges for adolescents with chronic conditions such
as adrenal insufficiency (Al). This process requires careful coordination to ensure continuity of care and support as
young patients adapt to managing their condition independently. In the Netherlands, transition care follows a
structured, quality-driven approach aimed at meeting the medical, psychological, and social needs of adolescents with
chronic conditions. This paper will define key transition-related terms, explain the framework's five core pillars, explore
best practices for transition, and discuss quality indicators and an implementation plan to facilitate effective transition
care for Al patients.
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Introduction

The adrenal glands play a crucial role in maintaining
homoeostasis by producing essential hormones,
including  cortisol and  aldosterone.  Adrenal
insufficiency (AI) is a condition characterised by the
insufficient production or action of these hormones,
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leading to significant metabolic, cardiovascular, and
immune dysfunctions (1). AI can be classified as
primary, secondary, or tertiary, depending on the
underlying aetiology, with Addison’s disease being the
most common cause of primary AI in adults (2).
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In children, the most common cause of Al is congenital
adrenal hyperplasia (CAH).

In general, adolescence poses several challenges in the
management of chronic or complex conditions.
Adolescents may show reduced adherence to treatment
regimens due to a desire for autonomy, limited insight
into long-term health consequences, or discomfort with
medical supervision. Hormonal changes and
psychosocial development during puberty can further
impact motivation, emotional stability, and engagement
with care. Issues such as body image, peer pressure, and
emerging identity may lead to reluctance in attending
follow-up appointments or discussing sensitive topics.
These factors underscore the need for developmentally
appropriate communication, psychological support, and
shared decision-making to optimise care during this
critical phase, which has to be embedded during the
whole transition process.

Adolescents with AI require lifelong glucocorticoid
replacement therapy and stress-dose management to
prevent adrenal crises, a life-threatening emergency
resulting from acute cortisol deficiency. Transition
from paediatric to adult care is a critical period for
these patients, as gaps in management and adherence
to medical treatment can significantly increase the risk of
adverse outcomes, including adrenal crises and
hospitalisations. Despite the well-established need for
structured transition care, many adolescents
experience discontinuity in healthcare services, leading
to poor disease control and increased morbidity.

In the Netherlands, a structured approach to transition
care for adolescents with Al has been developed to ensure
continuity and optimise long-term health outcomes. This
well-coordinated, multidisciplinary transition
programme, which involves endocrinologists,
paediatricians, and specialised nursing teams, can help
mitigate risks associated with non-adherence and
inadequate stress-dose adjustments during illness,
surgery, or psychological stress. Establishing
standardised protocols and educating both patients and
caregivers about adrenal crisis (AC) prevention are
critical components of effective transition care (3).

The Dutch transition care module was developed as part
of the national adrenal care pathway by national
authorities in collaboration with patient organisations.
The transition module was prepared by a healthcare
provider specialised in adrenal conditions (HO),
together with a process coordinator and patient
representative. The concept was sent to the Dutch
paediatric and adult endocrinology societies for
feedback. The final version was approved by both
organisations. For the implementation in healthcare
settings, all hospitals treating adolescents and young
adults with AI received the transition module, along
with a recommendation to organise care accordingly.
Hospitals were asked to include the steps towards
transition readiness on their own websites or to refer
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to the adrenalNET website, where the ‘Care Pathway for
Adrenal Insufficiency Transition’ was made available.
The module was presented at different meetings and
sent to the Dutch Society for Endocrinology and the
National Working Group of Endocrinology Nurses, with
a request for publication on their respective websites.

In this paper, we highlight this structured transition care
model in the Netherlands for adolescents with AI,
emphasising the need for tailored interventions to
prevent care gaps and ensure optimal disease
management.

Defining key transition-related
terms and transition programmes

Transition of care is defined as a structured, planned
process wherein the medical, psychosocial, educational,
and developmental needs of adolescents and young
adults with a chronic illness or physical or mental
limitations are addressed to facilitate a well-
coordinated and continuous care provision adjusted to
the phase in development.

The transition phase is a period in which the adolescent
receives gradually more responsibilities for his/her own
disease and health, and in which independence and
self-management of the adolescent increase. Due to the
transition process, the adolescent and young adult will be
better equipped to move from child-oriented to adult-
oriented care (4). The transition process starts early in
adolescence and continues after the actual transfer to
adult services (5, 6, 7).

Transition readiness is defined as the extent of knowledge
and skills of the adolescent and/or young adult to make
the transfer to adult healthcare. Transition readiness
depends on several factors, including the adolescents’
(pubertal) development, emotional maturity, health
status, environment, and school career. The transfer to
adult care service should be postponed to a stable
situation regarding these factors. In addition, transition
readiness is independent of the adolescents’ biological
age. According to Dutch law, a young person is an adult
from the biological age of 18, but biological age is not a
good measure of the adolescents’ or young adults’ mental
transition maturity.

Various transition programmes and tools are available to
determine transition readiness. In many centres in the
Netherlands, the Ready Steady Go (RSG) programme is
used for this purpose (https:/www.readysteadygo.net/
home.html). The RSG programme is a general, non-
disease-specific tool developed for adolescents from
12 years onwards and young adults with a chronic
illness. It focuses on several domains: knowledge,
advocacy, health and lifestyle, daily living, education
and the future, work and leisure, and managing
emotions. Other available transition tools assessing
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The five core pillars of transition care framework (based on the BijnierNET ‘Zorgpad Transitie bijnierschorsinsuffiéntie’ infographic:
https://www.bijniernet.nl/wp-content/uploads/2021/06/Zorgpad-Transitie-bijnierschorsinsuffientie-_met-teller.pdf).

transition readiness and patient empowerment are the
Transition Readiness Assessment Questionnaire (TRAQ),
the Gothenburg Youth Patient Empowerment Scale
(GYPES), and the Transition-Q questionnaire.

TRAQ (https://www.etsu.edu/com/pediatrics/traq/) was
developed for youth 14-21 years of age and focuses on
the domains managing medications, appointment
keeping, tracking health issues, and talking with
providers. The GYPES measures empowerment of
adolescents in the transition phase (8).

Transition-Q measures self-management skills for health
and disease in chronic conditions (9). For adolescents and
young adults with AI, specific criteria for transition
readiness are the following: a) substantial knowledge
about AI;, b) adequate self-management and self-
reliance in daily life and in situations when stress
management is needed; c) ability to take responsibility
for management of medication and outpatient
consultations; d) being able to make decisions on
their own.

The five core pillars of transition
care framework

Transition is most successful when not viewed as a one-
time event, but as a process that occurs/spans over many
years (10). The entire transition process consists of four
steps, namely preparation, planning, transfer, and
integration in adult care. In the Dutch transition model
for adrenal diseases, five pillars for transition care are
established (Fig. 1).

1. Increasing knowledge in adolescents
and parents/caregivers

Possessing adequate knowledge about the condition and
its treatment forms the keystone for developing self-
management skills in adolescents. In addition, it is
essential to understand the disease background and its
treatment. Having sufficient knowledge about the
treatment of AI and the risk of developing AC can

Downloaded from Bioscientifica.com at 10/30/2025 09:24:56AM

via Open Access. This work is licensed under a Creative Commons Attribution
4.0 Internc

https://creativecommons.org/licenses/by/4.0/

onal License.



https://www.etsu.edu/com/pediatrics/traq/
https://www.bijniernet.nl/wp-content/uploads/2021/06/Zorgpad-Transitie-bijnierschorsinsuffientie-_met-teller.pdf
https://doi.org/10.1530/EC-25-0324
https://creativecommons.org/licenses/by/4.0/

H L Claahsen-van der Grinten et al.

reduce the risk of short- and long-term complications. The
gradual introduction of knowledge about the condition
and its treatment can commence at an early age (around
12 years or even earlier) during outpatient clinic visits.
Research on young people’s understanding of their
chronic condition indicates that achieving an adequate
level of knowledge contributes to their readiness for
transition (11, 12, 13). Involving adolescents in learning
about their condition is crucial; however, when parents
also possess sufficient knowledge, it positively influences
the adolescent’s understanding, strengthens parent-child
interactions, and enhances the adolescent’s self-
management skills (13).

2. Promoting self-management
in/by adolescents

Promoting self-management during the transition from
paediatric to adult care is essential to ensure adolescents
become empowered and capable of managing their own
health as they enter adulthood. This transition should be
gradual and well-structured, providing adolescents with
the tools, resources, and support needed to take
increasing responsibility for their care. Introducing
self-management support early — typically around ages
12 to 14 - and progressively increasing involvement
fosters confidence, autonomy, and readiness for adult
care. This includes understanding their diagnosis,
treatment options, medication adherence, and making
and attending appointments by themselves. Healthcare
providers should adopt the role of a coach, supporting
self-management by assessing and responding to each
adolescent’s motivations. This approach enables the
development of a personalised transition plan that
aligns with the individual’s knowledge, skills, and
readiness for adult care (14). For identifying knowledge
and motivations, various tools are available, which were
described in the previous section. These tools are
designed to assess and support specific aspects of an
adolescent’s capabilities or readiness in the transition
phase. Overall, the TRAQ and similar questionnaires
are seen as valuable tools that can be used for any
chronic conditions. It is supposed to lead to improved
clinical outcomes, enhanced quality of life (QoL), and
better alignment between patient and caregiver
perspectives during the transition phase (11, 15).

3. Defining appropriate key roles
for parent(s)/caregivers(s)

Parents and caregivers play a vital role throughout the
various phases of their child’s healthcare transition. For
years, they have managed responsibilities such as
scheduling appointments, administering medications,
and accompanying their child to hospital visits. As the
child matures, parents — alongside healthcare providers —
should gradually guide them toward greater
independence. To support this shift, parents need
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guidance in transitioning from being the primary
managers of their adolescent’s health to becoming
facilitators who encourage and support their
adolescent’s growing autonomy (16). Guiding
adolescents toward independence can create tension
for parents, who must balance being vigilant about
their child’s progress with learning to trust and let go.
A qualitative study involving adolescents with chronic
conditions highlights differing perceptions between
adolescents and their parents on key themes such as
independent living, intimate relationships, leisure
activities, and healthcare. Professional support in these
areas may help adolescents strengthen their autonomy
while also reducing parent-child conflict and mitigating
potential negative outcomes (17). Parents can support
their child in the transition process by actively
discussing what it means to have a chronic condition
and teaching them how to manage their own medical
condition. Parental involvement during transition and
after transfer to adult care was found to have a
positive impact on patients’ transition experiences
overall (18). Specific questionnaires for parent(s) and
caregiver(s) from the RSG Programme can help the
multidisciplinary team to initiate conversations with
parents about their role in the transition period and
identify gaps in knowledge and skills.

4. Social participation

Participation is defined by the WHO as ‘involvement in a
life situation’, such as engaging in social interactions or
taking on a role in sports or academia (WHO, 2002). From
the onset of transition care in the paediatric setting,
adolescents and young adults often experience
significant social changes, such as completing
secondary school, moving out of the family home,
starting university, or entering the workforce. Active
participation in daily life is crucial for their
development and plays a key role in supporting a
healthy and successful transition into adulthood (19). A
Dutch study among adolescents with a chronic condition
reveals these children have lower social participation
compared to healthy peers. Adolescents with a chronic
condition rate their QoL lower, are less frequently
members of sports clubs, and indicate a preference for
working fewer hours per week. Social participation
depends on child factors but also on the disease and its
impact on daily life (20). Children with CAH experience
several daily health-related problems, but these do not
hamper them in their daily activities and participation in
society (21). Nevertheless, it remains important to
address different aspects of social participation during
transition. According to the WHO definition of
participation, social participation is not only about
participating in social activities, but the sense of
belonging is as important. Focusing on full
participation from the child’s perspective will facilitate

Downloaded from Bioscientifica.com at 10/30/2025 09:2

ork is licensed under a Creative

ia Open Access. This

56
6A

M

Commons Attribution

1.0 International License.

https://creativecommons.org/!

censes/by/4.0



https://doi.org/10.1530/EC-25-0324
https://creativecommons.org/licenses/by/4.0/

H L Claahsen-van der Grinten et al.

patient-centred care by helping the child self-manage
their participation (22).

Risk behaviour

A specific aspect of social participation in adolescents
with chronic conditions is engagement in risk
behaviours, such as the use of tobacco, alcohol, and
drugs. Like their peers, adolescents with chronic
illnesses — such as AI - may encounter these
substances. However, it is especially important for
those with AI to discuss such behaviours with their
healthcare providers. These conversations can raise
awareness about the potential health consequences and
help adolescents understand the precautions necessary to
prevent medical emergencies. For adolescents with Al it
is important that they inform friends about their
condition and enable them to explain to emergency
healthcare providers what condition the adolescent or
young adult has in case of emergencies. In addition, it is
advisable that at least one of the friends remains capable
of acting appropriately during emergencies. In such
situations, it is important to wear an SOS card or to use
an app that provides instructions on what to do in medical
emergencies.

5. Organising care to align with the
adolescent’'s needs

A purposeful and planned movement from paediatric to
adult care is essential for ensuring a smooth and effective
transition. This process requires structuring healthcare
services that not only accommodate the medical
complexity of Al but also cater to the developmental
stage of the adolescent. The transition must be patient-
centred and responsive to the needs of the adolescent,
and as such, healthcare providers must work
collaboratively with families and patients.

A cornerstone of this approach is the coordination
between paediatric and adult endocrinology teams to
ensure continuity of care. This collaboration should
involve regular communication and joint consultations
to facilitate a seamless transition. Studies have
demonstrated that multidisciplinary transition clinics,
where paediatric and adult specialists collaborate, can
significantly improve outcomes by providing consistent,
coordinated care (23).

The paediatric endocrinologist usually coordinates early
medical management and initiates the transition process.
The case manager, often a specialised nurse, supports
care coordination and patient education throughout the
transition. A psychologist is involved early to address
emotional and developmental needs, while a sexologist
provides guidance on sexuality, body image, and
relationships, particularly during and after puberty.
The adult endocrinologist is introduced before transfer
to ensure continuity of care and to establish trust, ideally
through joint consultations during the transition phase.
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Another well-established intervention in organising care
for adolescents transitioning from paediatric to adult care
is a transition coordinator. Transition coordinators help
bridge the gap between paediatric and adult care. The
role of the transition coordinator is ensuring that
adolescents receive appropriate guidance, managing
appointments and tracking medical records, and
offering support and resources throughout the
transition process. This role has been shown to
improve the overall quality of care and support for
both the adolescent and their family (24).

Transition of adolescents with chronic conditions is
similar across various diseases; however, there are
disease-specific considerations for adolescents with
different forms of Al. For example, as adolescents with
CAH progress through puberty, issues related to fertility
and sexual function become more prominent and
necessitate focused attention (25). Regular monitoring
for gonadal dysfunction and menstrual irregularities is
becoming an essential component of routine clinical care.
Besides the paediatric and adult endocrinologist, it is
recommended to have a coordinated approach
involving other specialists, including urologists or
gynaecologists, and psychologists or psychiatrists.

Dutch best practices in transition care
of patients with Al

Adherence to glucocorticoid replacement therapy is a
fundamental aspect in the effective management of AL
However, during the transition phase, challenges arise
that may impact adherence. Adolescents often face
difficulties in independently managing their treatment
regimen due to both developmental factors and the
increasing responsibility for their own healthcare. At
the same time, parents/caregivers must adapt by
stepping back, allowing the adolescent to take on this
responsibility themselves. This requires a delicate
balance of support and independence.

Case report

A 20-year-old university student with CAH was diagnosed
with salt-wasting CAH during the neonatal period and
treated with hydrocortisone and fludrocortisone. He was
followed by the paediatric team, and from 12 years
onwards, he had regular separate appointments with
the specialised nurse following the transition plan. He
was referred to the adult endocrinologist at the age of
19 years after he started his study and moved to his study
place. He attends a house party with several fellow
students. A week before the party, he returned from a
holiday with his parents. Shortly before arriving home, he
fell ill and was briefly hospitalised due to an AC, the cause
of which was unknown. After his hospital stay, he
recovered, but at the party, he again felt unwell and
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was on the verge of losing consciousness. He tried to alert
his friends that he was sick, but they were unable to
respond adequately due to excessive alcohol
consumption. The young adult decided to call the
emergency number himself. The ambulance arrived,
and he received an emergency hydrocortisone
injection. He was able to recognise the symptoms of an
AC and, despite his friends being unable to help, he
managed to call the ambulance himself. A week later,
he was hospitalised again and was diagnosed with
appendicitis.

Patients with AI usually take medication multiple times
per day. During infections with fever, times of severe
stress, and during surgical interventions, all individuals
with AI are at risk of developing AC if not treated
adequately (26). Patient education is regarded as a key
factor contributing to preventing adrenal crises (26).
Regularly repeated educational sessions on Al, with an
emphasis on its symptoms, stress management strategies,
and the critical importance of medication adherence
should be part of routine clinical visits. To connect with
the target group, age-appropriate educational materials
that resonate with adolescents could make the
information more relatable and therefore easier to
understand (https://rise.articulate.com/share/
hThomowQzuTVIDcTLEmMdSroQBn4t43p#/).  Practical
education on the emergency injection technique is also
an important part of the educational sessions.

Today, a modified-release hydrocortisone preparation is
available for patients with CAH, which may improve
therapy adherence by allowing twice-daily dosing.
However, the current literature does not yet provide
clear evidence to confirm this potential benefit.

We stimulate the use of mobile applications or digital
information to empower adolescents to manage their
condition independently. There are indications that
internet- and mobile-based interventions might
improve self-efficacy and disease-related somatic
outcomes in paediatric patients (27). Domhardt et al
point out a rather small benefit and limited efficacy.
The use of digital tools (e.g. smartphone apps, patient
portals) helping adolescents track their health status
and communicate with providers is not proven. There
are indications that internet- and mobile-based
interventions improve self-efficacy and disease-related
somatic outcomes in paediatric patients. However,
Domhardt et al point out a rather small benefit and
limited efficacy. Nevertheless, it is confirmed that AYAs
were receptive to receiving medical information
electronically (28).

Parameters/outcome measures for
effective transition

AC most commonly occurs during episodes of
gastroenteritis or other infections, often leading to
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emergency room Vvisits that require intravenous
glucocorticoid administration. While comprehensive
studies are lacking for many types of AL AC is
recognised as a life-threatening complication. In
patients with CAH, AC has been associated with
increased mortality (29). In retrospective observational
studies, AC occurs 3.8-6.6 times per 100 patient years in
patients with primary AI (30). A recent prospective
German study found that AC was more common in
adults (8.4 episodes per 100 PY) than in children (5.1)
with CAH. The same held true for the need for stress
dosing (190 episodes per 100 PY vs 175) (31). In Australia,
the incidence of AC has increased over the first two
decades of this century (32). There was a
disproportionate increase in hospital admissions in
women aged 20-29 years, likely related to psychosocial
factors (33). In a German cohort, Reisch and colleagues
noticed a peak in AC episodes among patients aged 18-25
years, followed by a decline at older ages, suggesting that
the post-transition age is a particularly vulnerable life
stage regarding the occurrence of AC (34).

Patient-reported outcomes
including self-efficacy and
treatment satisfaction

Knowledge of and adherence to the treatment
recommendations have been reported to be lower in
the adult compared with the paediatric Al population,
emphasising the need for structured and repeated
education (31). However, so far interventions for the
prevention of AC have not resulted in dramatic
reductions of AC events (35). Two Dutch studies showed
conflicting results: one or two educational sessions were
not effective to achieve adequate self-management skills
in a group of AI patients (36). In contrast, Repping et al.
found that glucocorticoid education groups improved
self-management aimed at preventing adrenal crises (37).

QoL is affected in AI patients with CAH (38). Good
medication adherence was found to be associated with
better transition readiness, and good transition readiness
was associated with increased QoL scores (39). Bachelot
et al. found that compliance with regular medical follow-
up in adulthood was associated with the transition phase
and with better QoL in adults with CAH, but not specified
for AI aspects (40). There is no published literature on
patient-reported outcome measures (PROMS) in patients
with Al

Assessment of healthcare provider
communication and coordination
Loss to follow-up is common during and after the

transition period (5). This may not be prevented by a
successful transition. In a period of 20 years in a tertiary
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Table 1 Quality criteria and quality indicators for adequate transition care for individuals with adrenal insufficiency.

Category Description

Quality criteria Transition care must be provided in a centre with a multidisciplinary team experienced in adrenal disorders
Treating paediatric and adult endocrinologists must adhere to current clinical guidelines for diagnosis and treatment
Healthcare providers must remain up to date with emerging scientific evidence and best practices

The transition team should include at least a paediatric endocrinologist, an adult endocrinologist, a nurse specialist,
and, when appropriate, a psychologist

The transition process must be transparent, with active involvement of the patient and their parents or caregivers
A personalised transition plan should be developed, considering individual readiness, personal circumstances, and

preferences

Coordination must be maintained throughout the entire transition period

Paediatric and adult endocrinologists should provide regular written updates to the general practitioner
Patient education should be tailored to the patient's age, maturity, and preferences

The adrenal care team, including endocrinologists and nurse specialists, must be accessible 24/7

Quality indicators Annual consultation with a nurse specialist

Annual written communication to the general practitioner, including stress dosing instructions and medical updates
Dropout rate at transition to adult care should be <1%
Emergency department visits related to adrenal insufficiency should be <1% annually

referral centre for Al, Kiewert et al., reported that 40.7%
of patients were lost to follow-up despite a successful
transition for the majority of the patients in the clinic
(41). A recent Dutch study found a lower percentage of
loss to follow-up, possibly due to the presence of a case
manager/nurse specialist who guides patients with CAH
through the transition process (42). The authors suggested
that a structured handover protocol may prevent
dropouts. Structured communication with caregivers
could lead to quality improvement of Al patient care
(43). As such, a strategy could be readily adopted by
caregivers; structured communication should be a
feasible outcome measure. Future indicator sets for Al
could be adapted from more generic indicator sets for
transition in young adults with chronic conditions (44).

Quality criteria and quality indicators

Quality criteria should be guaranteed for adequate
transition care for all chronic conditions. Quality
indicators provide valuable quality information for
both healthcare providers and patients and their
families. Documentation based on these indicators
ensures transparency. Both quality criteria and
indicators for AI are summarised in Table 1.

Implementation from the
patients’ perspective

To ensure a successful and structured implementation of
the transition care quality module for adolescents and
young adults with AL, a comprehensive approach has
been designed. This plan focuses on healthcare
providers, young patients, their families, and the wider
community.

The first area of implementation targets healthcare
providers. All hospitals involved in the treatment of
young individuals with AI will receive the quality
module, along with a recommendation to organise
their services according to its guidelines. To enhance
professional preparedness, specialised training modules
should be developed and offered to healthcare providers.
These modules will focus on managing adrenal crises
during the transition period, a critical skillset for
ensuring continuity and safety in care. Furthermore, a
stepwise approach tailored specifically to AI will be
implemented. This includes clearly defined milestones
for developing self-management skills among
adolescents, such as understanding their condition,
recognising early warning signs, and managing
medication independently. These milestones will guide
healthcare professionals and families through each phase
of the transition (Fig. 1).

The second component of the plan focuses on adolescents,
young adults, and their caregivers. Recognising the
essential role of family, the plan includes engagement
strategies aimed at helping parents support their
children’s growing independence. Parents will be
guided on how to gradually transfer responsibility
while maintaining safety and emotional support.

Patient support groups will also play an important role in
the transition process. These groups can provide peer
support, education, and a sense of community for
adolescents and their families. They can help normalise
the challenges of living with AI, offer practical advice, and
reduce the emotional burden often associated with
chronic illness. Involvement in support groups may
enhance motivation for self-management and empower
young people by connecting them with others facing
similar experiences.

Beyond the healthcare setting, coordination with schools
and workplaces will be encouraged. This is to ensure that
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adolescents and young adults with Al receive appropriate
accommodations and support, especially in managing
their medical needs in educational and professional
environments.

Supporting self-management is a cornerstone of this plan.
Adolescents should be encouraged to take shared
responsibility for their care, participate actively in
regular consultations, and prepare for medication
adjustments. Parents will be supported in developing
trust in their child’s ability to manage their condition.
The use of eHealth technologies will be promoted as tools
to empower young people, and healthcare providers are
advised to consistently reinforce stress management
instructions.

This comprehensive and inclusive implementation plan is
designed to guide young individuals with AI - and
everyone involved in their care - through a safe,
supported, and confident transition from paediatric to
adult healthcare services.

Discussion

Transition from child-centred care to adult-centred care
is a critical period for the adolescent’s health and well-
being. While the actual transfer is only a brief phase, the
phase ahead of the transfer and the aftercare is of major
importance to prevent loss to follow-up, medication
mistakes, and insufficient advocacy of their own health
and well-being.

In Al the risk for AC is a burden, making the whole
process of transition and awareness even more
important. Many adolescents are reluctant to be open
about their medical condition to friends and peers
because of fear of being different or not being
accepted. This illustrates the challenges specific to Al:
in case of an emergency, help from a friend can be
crucial for adequate medical treatment/emergency
medication. During transition, situations such as going
to a party, the pitfalls of using alcohol or drugs, or going
on holiday with friends without the parents being present
are discussed. During these conversations, situations are
practised, and adolescents are supported in exposing
their needs to friends and peers.

Potential barriers during the transition phase include the
lack of a dedicated transition coordinator to track records
and ensure appointments are scheduled after transfer to
adult care. Ideally, transition to an adult endocrinologist
in the same hospital starts with combined consultations.
During these combined consultations, the adolescent and
their parents can get acquainted with their new
physician. Differences in child- and adolescent- adrenal
care can be discussed in the early phase and again during
these combined consultations. For example, differences
in available glucocorticoids before and after 18 years of
age will be provided, and updates on age-adjusted sick-
day rules will be explained. In this way, the adolescent
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will be better prepared to take care of his/her own health
and disease throughout the whole transition phase until
early adulthood.

The prevalence and presentation of adrenal conditions
differ significantly between children, adolescents, and
adults. While, for example, adrenocortical carcinoma is
an extremely rare condition in childhood, it should
always be considered in the differential diagnosis of
children presenting with signs of adrenal disease.
Conversely, congenital adrenal conditions are more
common during childhood. It is essential that both
paediatric and adult endocrinologists are aware of
these differing spectrums and continue to learn from
one another, particularly with regard to diagnostic
evaluation. The transition from paediatric to adult care
provides an excellent opportunity to exchange
perspectives and ensure continuity of expertise across
age groups.

This smooth transition maintains confidence in the
medical team, while an abrupt change in medication or
treatment plan will undermine the trustworthiness of the
medical team.

Another potential barrier in the transition to adult
services might be a lack of resources. For example, in
the Netherlands, from 18 years onwards, each individual
needs to pay for their health insurance. Medical visits are
covered by insurance; however, part of the costs for
medication/medical visits must be paid by the patient
(maximised at ~360 euro each year). For young adults,
this amount might be a potential barrier to scheduling
appointments.

Another potential barrier is the different focus during
medical consultations in adult medicine, i.e. there might
be more focus on the medical condition and less on the
person themselves. Most studies have investigated
transition in patients with CAH. Information about
transition in other adrenal conditions is scarce. Future
research should focus on the broad spectrum of adrenal
conditions and the special needs of patients with these
conditions in daily life. For example, participation in
sports, education, work, and interaction with peers.
What do patients need from the medical team, what
should they be prepared for, and what do they need to
learn during different phases?

Conclusion

In conclusion, the transition from child- to adult-centred
care in adolescents with Al is a complex and vulnerable
period that requires careful planning and support. The
risk of AC, social stigma, and system barriers such as
insurance costs and access to different types of
medication all contribute to the challenges faced. A
well-structured, tailored transition is essential to
ensure continuity of care, patient safety, and
empowerment.
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This underscores the importance of transition care that is
specifically designed for the needs of adolescents with Al
A multidisciplinary, patient-centred approach - bringing
together endocrinologists, nurses, psychologists, and
social workers — can help address both medical and
psychosocial challenges.

To improve outcomes, it is crucial for healthcare
providers, institutions, and policymakers to invest in
structured transition programmes that offer continuity,
education, and emotional support. These efforts are key
to helping adolescents confidently manage their
condition and thrive into adulthood.
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