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Hundreds of patients each year transfer from child to adult medical care when
they become adults. The transfer in health care comes with a risk of
interrupted treatment or a failure to follow treatment properly, which can have
serious consequences for the physical and mental health and well-being of
the young person, and for their future ability to engage in education, work or
social life. The Child to Adult Transition project (CAT) is a cross-country and
inter-disciplinary innovation and research project that aims to address this
pertinent topic. CAT focuses on young people in rheumatology and mental
health care in Denmark and Germany and develops transition programmes to
support young persons and their parents in the transfer from child to adult
medical care, while exploring how young people experience and reflect on
this transition and their experiences of the CAT programs. The CAT study has a
longitudinal, mixed-methods study design, surveying young patients (age
15–25 years), their parents/guardians, and health-care professionals via
interviews (individual or group), field observations, and/or online surveys. At
baseline, interviews will be conducted with 24–68 adolescents and young
adults, 24–68 parents/guardians, and 24–68 health-care professionals in both
countries and across disciplines. 13–14 observations will be made in three
settings and, at baseline, 400 adolescents and young adults will receive the
survey. Interviews and surveys will be repeated after six and 12 months. The
study will focus on topics such as everyday life as a young patient, transition
experiences, somatic, and mental health, and quality of life. The CAT project
period runs from January 2023 to December 2025. Recruitment to the CAT
study is ongoing and all ethical approval have been obtained from the
different departmental sites and ethical committees. The project combines
different medical disciplines (child, adolescent and adult rheumatology and
mental health), academic disciplines (medicine, anthropology and psychology)
as well as countries (Germany, Denmark). It also combines person-groups
(young persons, parents, professionals) and methods (interviews, observations,
surveys). This approach provides new perspectives on the medical,
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psychological and anthropological aspects of the complex nature of the medical
transfer. The findings will feed into the guidelines on transitional care, can also
be used in other medical disciplines, and can be prepared as popular
publications and other media enabling a broader audience to be reached.

The study protocol is registered on theOpen Science Framework: https://osf.io/vdy9p

KEYWORDS

transition, child and adolescent health care, adult health care, rheumatology, mental
health, mixed-methods, qualitative research
1 Introduction

Becoming an adult comes in a period of a young persons’ life

where there are a multitude of “firsts’, including one’s first job,

first relationship, or living alone for the first time. On top of this,

adolescents and young adults with a serious or chronic illness or

diagnosis experience another crucial transition, namely transferring

from child and adolescent health-care services (CAHS) to adult

health-care services (AHS), which takes place around the age of 18

years (1, 2). At this point, young patients are expected to take

greater responsibility for managing their own treatment, which can

be overwhelming for both the young patient and their parents or

guardians, who cannot provide the same level of support as before

(3–6). Studies show that abrupt transfers between medical care

departments in the transition process can lead to interruptions in

medical treatment and cause serious complications, even early

death (3, 7–9). Hence, there is a need for closer cooperation

between CAHS and AHS departments and for more coherent

approaches in supporting young persons in the transition process.

The project “Child to Adult Transitions: Enabling Good

Transition Processes from Child to Adult Medical Care (CAT)”

aims to support young patients’ transfers from CAHS to AHS

within the medical disciplines of rheumatology and mental

health care. It covers partners in the northern regions of

Germany and the south and southeast regions of Denmark. The

overall goal is to improve young patients’ transfers from CAHS

to AHS by developing and implementing cross-border and

cross-disciplinary transition programmes that include

establishing transition teams between CAHS and AHS,

conducting transition workshops for young patients, and

developing digital solutions. The present research protocol

outlines the research component of the CAT project. The

research focuses on young persons’ experiences and everyday

lives, their health and well-being during the period where they

transfer from CAHS to AHS, and on how they and their

parents or guardians and health-care professionals experience

this period. The project also explores how some of the research

participants experience and reflect upon the initiatives in the

CAT transition programmes, including their contact with the
d adolescent health-care
good transition processes
ta Protection Regulation;
s.

02
transition teams, their participation in the transition workshops,

and their skill in piloting CAT’s digital tools.
2 Background

2.1 Transition processes from child- and
adolescent health-care services (CAHS) to
adult health-care services (AHS)

In Denmark and Germany, every fifth young person lives with a

serious or chronic illness or diagnosis and relies on support from their

families and health-care professionals (10, 11). When they turn 18

years they generally transfer from CAHS to AHS (12). The transfer

in medical care occurs at a time in the young persons’ life when

many physical, mental, and social changes are taking place, and

when they are affected by a multitude of other transition processes

(e.g., leaving school) that influence how they define themselves as

young adults in society. The concepts of transition and transfer,

though closely related, have distinct meanings and implications.

Transfer refers to a specific event or series of events in which a

young person moves from child or adolescent to adult healthcare

services (13). Transitions, on the other hand, are broader processes

initiated by critical events, such as the transfer between medical

departments, and encompass the resulting changes (14). They

involve various stages, milestones, and pivotal moments and can be

understood through both the processes they entail and their

eventual outcomes (14). Unlike transfer, which is a discrete event,

transition includes a longer-term process that involves social and

developmental adjustments during this period (15). In essence,

transition is an ongoing process of preparation for and adaptation

to significant life changes, with transfer representing one

component of this broader journey (13, 14).

Practices in transition and transfer from CAHS to AHS vary.

Young patients report that they prefer to begin transition

preparation early, around 15 or 16 years, to allow adequate time

for adaptation and skill-building (16). In Germany, national

Transition Guidelines recommend starting preparation at 16 years

and emphasize that the transfer should not be rigidly tied to the

biological age of 18. Instead, the timing should consider the

patient’s specific condition and readiness (17). Furthermore,

differences exist between somatic and mental healthcare.

In somatic health care the mean transfer age ist 18 years (12). The

World Health Organization (1) highlights that only three
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European countries set the transfer age in mental health lower than

18, typically at 16 years. This variation underscores the importance

of tailoring transition practices to the individual’s developmental,

clinical, and psychosocial needs.

Yet, the transfer in medical care generally takes place irrespective

of a person’s readiness to transition or their developmental stage (12).

The review by Hill et al. (18) describes the differences in the service

culture between CAHS and AHS, showing that CAHS has a broader

focus on adolescents’ everyday lives and well-being and that disease

management is only one aspect of many. It is more family-oriented

in involving the parents or guardians more, and adolescents have

less responsibility for managing their medical treatment. The

circumstances are different with AHS, where young patients are

required to be more autonomous, managing their treatment more

independently with less involvement by their parents or guardians.

Treatment at AHS is more disease- or diagnosis-focused, because

less time is allowed for consultation. As a result, some young

patients feel overlooked or even rejected by health-care providers in

AHS, feeling that their disease or diagnosis is more in the

foreground than they are as individuals (6, 19).

Another difficulty in the broader transition process for many

young patients is that frequently there is a gap between the end

of the treatment at CAHS and the beginning of the treatment at

AHS (4, 5, 12). Young patients, as well as health-care

professionals, criticise the lack of communication between CAHS

and AHS in the transfer between departments, including the lack

of information and preparatory consultations related to the

transition (18–20). CAHS professionals are often unsure of the

treatment the patient will receive at AHS and will therefore focus

mostly on ending their treatment relationship rather than

preparing the young patients for transitioning to AHS (19). The

lack of free places for admission to AHS is another significant

barrier that impedes successful transfers, since some patients

never transfer but rather merely end their treatment in CAHS

(12). This is especially a concern in mental-health care, where

many young patients do not know who to contact and how to

reach out for readmission if they need further support.

While patients, parents or guardians and health-care

professionals share similar views on the challenges and barriers in

the transition process, there are also different views of this. For

instance, parents or guardians and health-care professionals share

concerns regarding the differences between the structures and foci

of CAHS and AHS and their deficits in knowledge and

responsibilities, guidance and protocols for the transition process,

and the level and type of service provision (18). Indeed, clinicians

report worries of possibly failing patients due to their limited

flexibility (8). Meanwhile parents and caregivers repeatedly request

psycho-education and parent support groups (21), as they feel

restricted in their involvement in AHS (22).

2.1.1 Transition readiness
Transition readiness refers to the development of all the necessary

skills (e.g., disease-specific knowledge and self-management skills) for a

successful transition (23). This definition implies that, besides biological

age, there are further criteria that determine the ability of young persons

to cope with and manage the transition process successfully. Sawicki
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and colleagues (24) propose self-management and self-advocacy as

two components of transition readiness. Self-management

encompasses skills in disease management (e.g., medication,

appointments, health insurance) while self-advocacy describes levels

of autonomy in handling everyday life beyond the disease.

A low level of transition readiness can have serious

consequences, as patients who report not feeling prepared show

an increase in psychological distress and are more likely to

develop a new disorder during the transition process (25). Lugasi

et al. (26) found that adolescents prefer to receive information in

various formats about their new providers and treatment

methods, as well as the structural differences between CAHS and

AHS. Young patients also want to be more involved in planning

and decision-making during the transition process (27). For

example, they recommend joint visits to the AHS before the

transfer takes place, as well as having peer-to-peer mentors who

have already experienced the transfer (26). For an optimal

transition process, the transition preparation should start well in

advance of the transfer between the two departments (21).

Varty and Popejoy (23) identified four categories of factors

associated with transition readiness: demographic factors (e.g., age,

gender), psychosocial factors (e.g., self-efficacy, social support),

transition-related education (e.g., in self-management and disease

knowledge, discussions about the transition) and health outcome

factors (23). Other studies identify age as an important factor, since,

with increasing age, young patients show more transition knowledge

and skills (28, 29). Indeed, 50% of transition skills are not fully

accomplished until patients are 18 years old or older (24, 29).

However, age does not predict levels of treatment adherence (28).

Further favourable demographic factors include being of female sex

and living in higher-income households, which are associated with

better skills in communication abilities, as well as participation in

school, household and community activities (24, 28). Female

patients also score higher on transition knowledge (24, 28).

Furthermore, young patients with physical health problems achieve

higher levels of transition readiness compared to young patients with

mental or cognitive challenges (24). The latter finding highlights

how young patients facing mental or cognitive challenges specifically

need support to improve their transition readiness.

2.1.2 Parental roles in transitions from CAHS
to AHS

There is only limited research on the perspectives of the

parents and guardians of young patients with a serious or

chronic health condition, especially regarding how they

experience their child’s transition and the transfer from CAHS to

AHS. Parents are informal, unpaid health-care managers who

have a wealth of knowledge that both their child and health-care

professionals can draw on. In one of the few studies available in

rheumatology, 78.6% of parents said that they feared the

transition process (30). Parents often feel unprepared for the

shift in responsibility (19, 31), criticising the fact that they are

often not as involved in their child’s treatment after the latter

transfer to AHS (18); they therefore fear missing out on

important information about their children’s medical health (31).

A major concern for parents is trusting a new doctor with the
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treatment of their child (30), as they fear that the new health-care

providers at AHS have only limited knowledge about their child’s

health condition and individual care needs during the transition

process. At the same time, some parents also describe feeling

relieved after the transfer to AHS because they no longer have all

the responsibility for managing their child’s medical treatment

(18). Sönmez et al. (32) found that parents often believe that

their children are not as ready for transitioning as the young

persons’ own perceptions of their level of readiness. Hart et al.

(33) argue that parents who feel overwhelmed by their sense of

responsibility (“role overload”) are more likely to conclude that

their child is not transition-ready. This negatively influences the

young person’s transition process and underlines the importance

of taking the parents’ transition readiness into account in order

to improve the transition process for young adults. A recent

study shows that barriers to the parents’ readiness for handling

their child’s transition also arises from a lack of support from

health-care providers, who may lack knowledge of when and

how to involve the parents during the process (34). Top-down

decision-making or uncertainties over how to participate in join

consultations can lead to parents distrusting the health-care

system or failing to understand what their new role is (34).

2.1.3 Youth transition in rheumatology and mental
health care

There is a lack of literature presenting evidence for effective and

patient-focused transition preparation (35). Common transition

preparation programmes include education about the patient’s

condition, treatment and overall issues faced by young patients

during this time, and the promotion of autonomous behaviour (26).

Besides nurturing transition readiness (4, 36), young patients also

identify the need to determine the differences between CAHS and

AHS as essential before transfering between departments (7). Other

studies show that social support is of crucial importance to young

patients and their families during the transition process, expressing a

need for transition programmes that attend to other issues of

concern, and not only the disease or diagnosis and medical

treatment (31, 37). For instance, this includes help with social and

psychological problems during the transition period (31, 37).

Transition preparation interventions have been found to be

effective, resulting in continuity of care, fewer drop-outs and

health improvements (9). For instance, these interventions

suggest raising the age of transfer to 25 years, developing

specialized services for patients from 16 to 24 years (12, 38), or

establishing follow-up meetings with a CAHS professional after

the transfer to AHS has taken place (18).

The transition process from CAHS to AHS has been widely

studied in patients with certain chronic, somatic medical fields

(e.g., diabetes). Studies indicate that the number of emergency

visits of patients with chronic diseases increases at the age of

transfer, while planned admissions decrease post-transition (39).

In the CAT study we focus on two medical fields, namely

rheumatology and mental health care.

The research focuses on two distinct patient populations—

rheumatology and mental health—with the aim of comparing

and integrating perspectives across somatic and mental health
Frontiers in Health Services 04
care. By including rheumatology, a long-term chronic somatic

condition, alongside mental health, the study provides a unique

opportunity to explore commonalities and differences in

transition experiences across these domains, fostering a more

holistic understanding of youth transition in healthcare.

A common disease treated in rheumatology is juvenile

idiopathic arthritis (JIA). JIA is the most common chronic

heterogenous rheumatological disorder that manifests in patients

aged less than 16 years and globally three million children and

young adults are diagnosed with JIA (40). Most of these young

patients are confronted with transfering from CAHS to AHS at a

time in their lives when they have only recently been diagnosed

and are still learning to live with their chronic disease alongside

other puberty-related changes (40). There is limited qualitative

research examining how young patients with JIA experience the

transfer from CAHS to AHS and how they experience the

broader transition process. The few studies available suggest that

the challenges are similar to transition processes for patients with

other chronic or long-term illnesses (4, 5, 37). Many studies

argue that there is a high risk of patients getting lost in the

transition process where they transfer from the CAHS paediatric

rheumatology department to the AHS rheumatology department.

This is demonstrated in a study focusing on patients with JIA,

where 53% of the patients had an unsuccessful transfer, i.e., did

not meet with their adult rheumatologist or only presented in

AHS two years after leaving CAHS (3–5).

Similarly, studies focusing on the transfer from CAHS to AHS

in mental health care highlight significant deficits, which results in

only 24% of the reviewed adolescents transferring after they have

turned eighteen (41). This is of particular concern given that

most psychiatric disorders have an average onset at this age.

Some studies identify factors that influence adolescents’ decisions

to avoid mental health-care treatment to include the fear of

social stigma and self-stigma, a lack of physical access to the

services, concerns about confidentiality, a lack of information

and losing psychosocial support (21).
2.2 Project: Child to Adult Transitions (CAT)

The transition from CAHS to AHS is at the heart of the cross-

border, cross-disciplinary project “Child to Adult Transitions:

Enabling Good Transition Processes From Child To Adult Medical

Care” (CAT). The CAT project runs from January 2023 to

December 2025. This study protocol concerns the research to be

carried out within the CAT project. However, since the research

also includes an investigation of how the participants experience

the transition programmes, a brief background to the project is

provided in this section (project website: https://forskning.eu/

projects/cat-child-to-adult-transitions/).

The project involves nine partners from hospitals and/or

research institutions in the northern regions of Germany and the

south and southeast regions of Denmark. There are important

differences between the two countries involved, especially

regarding the financial structures of medical care. In Denmark,

all larger hospitals are public, whereas in Germany many of the
frontiersin.org
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hospitals are run by private providers (42). Denmark mainly relies

on a public insurance scheme, which covers the expenses for

primary and secondary health care, and patients are responsible

for selecting a general practitioner in their own municipality.

Germany, on the other hand, has 96 competing health insurance

companies (43), where the patients are free to choose a

practitioner irrespective of residence. These structural differences

are taken into account in both the project implementation and

the research design.

The value of the project is that it exchanges experiences and

knowledge for creating cross-border and cross-disciplinary

transition programmes that can also provide guidance to other

hospitals and disciplines in the future. Combining somatic and

mental health care presents another advantage since it allows for

comparison across disciplines. This is highly relevant given that up

to 20% of young patients in rheumatology also have mental health

concerns (44).

The CAT project aims to develop cross-border transition

programmes for young patients aged 15–25 years, which

support them as they transfer from CAHS to AHS. These

programmes will enable closer contact between the patients,

parents/guardians, and health-care professionals. Three types

of transition programmes are developed: transition teams,

transition workshops, and digital solutions.

2.2.1 Transition teams
A central component in developing, implementing and

executing the transition programmes will be the formation of

transition teams. These teams will operate cross-departmentally

within the same hospitals and countries by connecting CAHS to

AHS. They will support the patients with guidance, consultations

and workshops. The transition team may consist of a doctor,

nurse and/or other health care professionals who follow the

guiding principles for transition support (45).

2.2.2 Transition workshops
To build the competencies, knowledge and networks among

young patients who will transfer from CAHS to AHS, transition

workshops will be implemented. The workshops are based on and

adapted from the KomPaS workshop manuals (46–48) that are

designed to focus on patients with a chronic, somatic illness in

Germany. In the CAT study, the workshop material will be

adapted to young patients in mental health care, and also made

suitable for the Danish context. The KomPaS workshops are

quality-assured and undergo a continuous evaluation process; see

Ernst and Szczepanski (48) for details. The workshop consists of

nine modules, which address different topics, for example, “Finally

18! Transfer to adult healthcare”, “The new doctor”, “Career start”,

and ’Social network’ (46). The transition workshops facilitate

young patients’ independence since they learn to take

responsibility for their own treatment, and the cross-cultural

workshop also facilitates networks with other peers across borders.

2.2.3 Digital health solutions
In Germany, political attention towards implementing digital

health technologies has increased recently, but digital infrastructure
Frontiers in Health Services 05
has not been developed sufficiently to support the implementation

accordingly (49). Hence, Danish advances in these technologies can

serve as the infrastructure for developing innovative digital

solutions supporting young patients on both sides of the border. In

the CAT project, Trifork (2024), a company specializing in digital

health solutions, aims to define and develop digital tools that

support the young patients in their transfer from CAHS to AHS.

User-driven innovation plays a central role in this, and the digital

solutions are developed in close interaction with adolescents and

young adults during co-creation workshops. The digital solutions

are designed as long-term solutions and should therefore address

the needs and interests of young patients. The solutions could, for

example, include a digital app or website, a messaging and/or

video-sharing platform, etc. and allow access to information, the

tracking of own treatment processes and communicating with

health-care professionals.
2.3 CAT Study rationale and research
questions

This project and its research are novel in several key ways,

offering a unique contribution to the field of transition studies:

First, the integration of mental health and somatic care sets our

study apart. While most research tends to focus on either mental

health or somatic conditions in isolation, our work bridges these

domains. Second, our longitudinal approach distinguishes this

project. We follow patients and parents throughout the transition

period, encompassing both pre- and post-transfer phases. Unlike

most studies, which predominantly address the pre-transfer or

post-transfer period, our research spans the full timeline. This

enables us to capture the evolving experiences, challenges, and

coping mechanisms, offering a more complete and nuanced

perspective on this critical process. Finally, our interdisciplinary

perspective combines insights from the medical (symptoms and

treatment options), psychological (personal experiences), and

anthropological (intersubjective relations and everyday life) fields to

explore the multifaceted nature of transitions and medical transfers.

It is expected that conducting research with young patients,

their parents or guardians, and health-care professionals will (a)

generate knowledge about their transition experiences, (b)

enhance understanding of the potential challenges in the

transition process, and (c) illuminate the potential for providing

more support and attention to young patients’ needs. This new

knowledge serves to develop and improve the CAT

transition programmes.

2.3.1 Main research question
How do young persons experience and reflect upon their

transition from child to adult medical care, and how do they

experience the CAT transition programmes?

2.3.2 Sub-research questions
What are the similarities and differences in the transfer

from CAHS to AHS across the disciplines of rheumatology and

mental health?
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What are the similarities and differences in the transfer

processes from CAHS to AHS between Germany and Denmark

(specifically between Schleswig-Holstein and Region Zealand)?
3 Methods/design

3.1 CAT Study design

The CAT study design is designed to be a longitudinal mixed-

methods study (see Figure 1). It will include qualitative research

consisting of individual or group semi-structured interviews with

young patients, their parents and guardians, and health-care

professionals, as well as observations during consultations,

transition workshops and digital co-creation workshops. The

project will also include a quantitative online survey administered

to young patients. The interviews and surveys will take place at

three time points, including at baseline (T0), after six months

(T1) and after twelve months (T2). The observations during

consultations and the digital co-creation workshops will take

place at T0, and the observations during the transition

workshops at T1.
3.2 Study population

3.2.1 Inclusion and exclusion criteria
Adolescents and young adults should

(a) Be in treatment1 in a rheumatology or mental health-care

department in Region Zealand, Denmark, or Schleswig-

Holstein, Germany.

(b) They should be between the ages of 15 and 25 years.2

(c) For the qualitative interviews, only participants who are likely

to transfer from CAHS to AHS between T0 and T2

are included.

Parents and guardians of adolescents and young adults are

included if they have one or more children that

(a) Are in treatment in a rheumatology or mental health-care

department in Region Zealand, Denmark, or Schleswig-

Holstein, Germany,

(b) Are between the ages of 15 and 25 years, and
1Being “in treatment” is operationalized as, at baseline (T0) being registered

as a patient in the recruiting rheumatology or mental healthcare

departments and having treatment that has not been formally concluded,

even if the patient is simultaneously receiving care in primary or

private settings.
2The age range will vary slightly depending on discipline, region and

recruitment strategy: Danish rheumatology = 15–25 years, Danish mental

health = 17–25 years, German rheumatology (interviews) = 16–25 years,

German mental health (interviews) = 17–25 years, and German

rheumatology and mental health (online survey) = 16–25 years.
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(c) Are likely to transfer from CAHS to AHS between T0 and T2.

Health-care professionals are included if they

(a) Are working in a CAHS or AHS department that is part of the

CAT project and

(b) Are in contact with young patients transferring to or from

CAHS to AHS.

(c) However, health-care professionals involved in the research

design of the CAT study will be excluded.

The exclusion criteria, for all three groups, pertain to proficient

language skills.

In the rheumatology department, patients are primarily treated

for juvenile idiopathic arthritis (JIA) and other forms of arthritis.

In the mental health department, patients receive treatment for a

broad range of conditions, including psychosis, depression,

anxiety, and autism.

Furthermore, in Denmark, a small group of young persons over

18 years who have transferred from CAHS to AHs in rheumatology

and mental health care without receiving transition-related support

will be interviewed (n = 6–10). These interviews provide baseline

insights into the challenges that young adults experience when

going through the transition process without any targeted

support during the transferring stage and the impact that this

has on their everyday lives. The knowledge and topics raised

during these initial interviews serve as input for designing the

interview guides with the young persons at T0, T1 and T2.
3.2.2 Number of study participants
See Figure 2 for details of the sample sizes for each participant

group (young adults, parents and guardians, health-care

professionals), survey method (qualitative interviews and

observations, quantitative data) and time points (T0, T1, T2).

The sample sizes listed for the qualitative interviews and

quantitative surveys of the CAT project are shown for each

discipline and country. We aim to recruit balanced samples

across sex and age groups.

Recommendations for the number of interviews to be

conducted to reach data saturation in qualitative research varies.

The focus in qualitative research is not on representation but on

gaining crucial in-depth insights into nuances and details of the

experiences of the interlocutors that cannot be accounted for in

quantitative research. Saturation therefore relates more to

exhausting the questions asked (e.g., when information starts to

become repetitive) rather than a given sample size (50–52). Based

on previous experience and literature, we aim for a sample size

of six to seventeen interviews per group, per time-point, per

discipline, per country (53, 54). At baseline, this totals interviews

with 24–68 adolescents and young adults, 24–68 parents and

guardians, and 24–68 health-care professionals in both countries

and across disciplines. Interviews will be repeated after six and

12 months. We acknowledge, however, that there can be

dropping-out at the follow-ups that may require the number of

research participants to be recalculated.

The sample size for this study was determined pragmatically,

based on the availability of young patients in the recruiting
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FIGURE 1

Overview of the CAT research design. Note. T0 = Baseline, T1 = after 6 months, T2 = after 12 months. Parents, guardians and medical professionals will
only participate in the qualitative study. Adolescents and young adults will be invited to participate in the qualitative interviews and observations, as well
as the quantitative online survey. For interview participants the transfer takes place at some point between T0 and T2, while for the survey the transfer
can also take place before or after T2.
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departments and logistical considerations. A formal power analysis

was not conducted, as the study is exploratory. Online surveys will

be conducted with 100 young adults at baseline (T0) and 75

participants at follow-up time points (T1 & T2) per discipline

per country. This totals 400 survey responses at baseline in both

countries and across disciplines, which will be repeated after six

and 12 months.

In total, 13–14 observations will be conducted in three settings

across countries and disciplines, namely (a) during health-care

consultations in the departments and hospitals (n = 8 at T0), (b)

during the co-creation digital workshops (n = 1–2 at T0) and (c)

during the transition workshops (n = 4 at T1). One observation

in the health-care department or hospital may include

participating in multiple consultations with patients.
3.2.3 Recruitment strategy
We used a convenience sample from the partner departments.

During consultations, health-care professionals will check if

adolescents and young patients as well as parents and guardians

fulfill the inclusion criteria and invite them to participate in the

interviews. Health-care professionals invited to the interviews will

be contacted directly by a CAT researcher. In Denmark,

recruitment for the online survey will take place through existing

online communication channels used in the Danish health-care

system (i.e., secure digital mail from health-care providers to
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patients). In Germany, recruitment for the surveys will take place

via health-care professionals, flyers and posters. Observations will

be carried out during medical consultations by the CAT

researcher, who is granted access by the health-care professionals

with the consent of the patient and/or parent or guardian.

Observations are also carried out during the digital co-creation

workshops and the transition workshops. Here the facilitators of

the workshops grant access to the researchers.

A standard incentive is provided to all participants across

countries and settings. However, the size of the incentive is

adjusted based on local practices to ensure cultural and

contextual appropriateness.

The CAT project period runs from January 2023 to December

2025. The recruitment for the CAT study is ongoing.
3.3 Data protection and ethics

The study has been approved by the appropriate departments

and ethics committees in the relevant countries and regions and

will be being conducted in accordance with the ethical standards

laid down in the 1964 Declaration of Helsinki, its later

amendments or comparable ethical standards, as well international

principles for qualitative research (e.g., American Anthropology

Association’s Principles of Professional Responsibility).
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FIGURE 2

Sample sizes by participant group, research method and time point. Note. Sample sizes for interviews or survey responses are given per country, per
discipline. For observations they are given per occasion across countries and disciplines, while one observation at a visit to the health-care department
or hospital may include participating in multiple consultations with patients.
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Informed, written consent will be obtained from each research

participant prior to the interview, observation, or survey. If

participants are under the age of 18 years, informed, written consent

will also be obtained from a parent or guardian. Participants are

informed about how their data will be used and stored, as well as

about their pseudonymised/anonymised participation, and their

ability to withdraw from the project at any time without any

repercussions will be made clear to them. Information about the

study will be provided in a language that is understandable and easy

to understand. Contact details are provided so that participants can

obtain more information and ask questions.

Ethical guidelines and General Data Protection Regulation (GDPR)

regulations will be followed concerning data usage, access to storage and

personal information about the participants will be kept in a different

secure folder from the interview recordings and can only be accessed

by a few of the researchers involved in the study. Data from the

qualitative interviews, quantitative surveys and observations will not

be linked to each other nor across participant groups. That is to say,

parents and guardians can take part in the interviews even if their

child does not participate in the interviews or questionnaire survey.

Similarly, young patients can choose whether they want to participate

in the interviews, the questionnaire survey, both or neither.
3.4 Study procedure

For details of the study procedure, see Figure 1 and Table 3.

The following sections describe the qualitative research activities
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(interviews and observations) and the quantitative research

activities (survey).
3.4.1 Qualitative research activities: interviews
The interviews (individual or group) will follow an interview

guide (see appendix) and are conducted using a semi-structured

approach (51, 52, 55, 56). In this context, “semi-structured”

means that although key questions form the centre of the

interview, participants can also inform and steer the

conversation, allowing it to become more relaxed and informal

(50). Follow-up questions for each topic will be formulated as a

guide to the conversation, which will not, however, necessarily be

asked at each interview. Questions are adjusted to the age of the

interview participant, and the focus is on establishing rapport

and trust with the interview participant (56). All participants will

be informed of the possibility of taking a break during the

interview, and that they can decide not to answer questions or

discuss certain topics if they do not wish to do so. After the

interviews, there will be time for a debriefing with the participant

if needed. Depending on their preference, the interviews will take

place face-to-face either in the participant’s home, or at the

hospital or in a third location where the participant feels

comfortable. Interviews can also be carried out on the phone or

in video calls, depending on the participants’ preferences. The

interviews are expected to last between 45 and 90 min and if

desired can be split into two sessions. All interviews will be

recorded, and then transcribed.
frontiersin.org

https://doi.org/10.3389/frhs.2025.1520013
https://www.frontiersin.org/journals/health-services
https://www.frontiersin.org/


Ravnbøl et al. 10.3389/frhs.2025.1520013
The interviews will cover topics related to the young persons’

or the parents’ or guardians’ subjective experiences of the

transition process with a particular focus on everyday life,

challenges and needs with their disease or diagnosis

management, and experiences with receiving transition support.

Digital habits are also surveyed to gain insights into the digital

solutions that can be developed during the CAT project. The

same topics and themes are covered in each interview to ensure

consistency. However, the focus of the interviews at T1 and T2 is

on the changes and developments that have taken place since the

previous interview. See Table 1 for an overview of the topics

covered in the interviews.

At baseline, the interviews with health-care professionals will

focus on their expert opinions about the needs of young patients

during the transition process and the need for transition-specific

programmes. At the follow-up interviews, the health-care

professionals will be asked to evaluate the transition programmes

that have been developed and implemented in the CAT study.
3.4.2 Qualitative research activities: observations
Field observations are important for acquiring insights into the

contexts that shape young patients’ experiences with the health-

care system (50, 57, 58). See Table 2 for an overview of the

topics covered in the observations. In the CAT study,

observations will take place during medical consultations at

CAHS and AHS. This allows insights to be drawn regarding the

conversations and relations between the young patients and
TABLE 1 Overview of the topics of the interviews by participant group.

Adolescents/young adults Parents and guard
Participant’s background Participant’s background

Participant’s medical history (Child’s) medical history

Everyday life as a young person with disease or
diagnosis

Everyday life as a parent of a you
with a disease or diagnosis

Transition preparation Parent’s transition readiness

The role of parents and guardians The role of parents and guardians

First contact with adult services First contact with adult services

Experience of their transition process Experience of their child’s transiti

Current treatment Current treatment of the child

Hopes and goals for the future Hopes and goals for the future

Transition programmes (transition teams,
workshops, digital habits/solutions)

Transition programmes (transition
workshops, digital solutions)

TABLE 2 Overview of the topics of the qualitative field observations by settin

Medical consultations Co-creation digi
Chronological development of the event Chronological developm

Setting Setting

Communication (verbal and non−verbal) Communication (verbal

Communication (oral and written) Communication (oral an

Time/tempi Time/tempi

Relations Social interactions

Reactions/responses Other

Other
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health-care professionals, as well as the parents or guardians if

they are present. This also allows the observer to take note of the

impact of the physical surroundings and non-verbal

communication. Being present at both CAHS and AHS makes

possible a comparison between the two settings. Furthermore,

observations will also be made during the digital co-creation

workshops, since these provide insights into how young adults

understand digital technologies in relation to their personal

health-care management. It also permits insight to be acquired

into how they talk about digital technologies among their peers

and how they understand and relate to larger debates concerning

young people and digital technologies. Similarly, observations are

made during the transition workshops, when young patients

obtain more information about issues related to the transition

and can engage in informal conversations among their peers.

Being present during these workshops therefore gives the

observer vital information about young patients’ experiences of

the workshops, the interests they have and questions they pose,

as well as the peer-to-peer conversations they engage in.
3.4.3 Quantitative research activities: surveys
The quantitative online surveys will be conducted with young

participants who are old enough to transfer from CAHS to AHS

in the near future or have recently transferred. The surveys will

take place at baseline (T0), six months later (T1) and twelve

months later (T2). The quantitative online survey will include the

following topics (see Table 3 for details): participant’s
ians Health-care professionals
Professional’s background

Focus on the young patient in the department

ng person

The role of parents and guardians

on process Preparation for the transition to the adult ward

Perspectives onthe current transferring process from CAHS to AHS
including ideasand proposals for changes

teams, Transition programmes (transition teams, workshops, digital
solutions)

g.

tal workshops Transition workshops
ent of the event Chronological development of the event

Setting

and non−verbal) Communication (verbal and non−verbal)
d written) Communication (oral and written)

Time/tempi

Social interactions

Other
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TABLE 3 Overview of the quantitative instruments and survey time points.

Concept Instruments Survey time point

Item nrs T0 T1 T2
(1) First questions Main treatment department (rheumatology or psychiatry), adolescent or adult department,

transition process and participation in the CAT transition programmes
2 ✓ ✓ ✓

(2) Participant’s background Sociodemographic background (e.g., age, sex, education, socioeconomic status), medical history 11 ✓

(3) Transition competencea Transition Competence Scale (TCS) (59) 10 (✓) (✓) (✓)

(4) Satisfaction, utilization and
needs assessment

YHC-SUN-SF (60) 7 ✓ ✓ ✓

(5) Functioning and social participation
(ICF)

WHODAS 2.0 (61) 12 ✓ ✓ ✓

(6) Well-being and health-related quality
of life

World Health Organization Well-Being Index (WHO-5) (62) 5 ✓ ✓ ✓

Self-rated (mental and physical) health (single item SF-12/-36) 2 ✓ ✓ ✓

EuroHis QOL 8 (quality of life) 8 ✓ ✓ ✓

Pain (WHOQOL BREF, single item) 1 ✓ ✓ ✓

(7) Psychopathology Depression (PHQ-9) (63, 64) 9 ✓ ✓ ✓

Anxiety (GAD-7) (65) 7 ✓ ✓ ✓

Perception/psychosis (CAPE-9) (66) 9 ✓ ✓ ✓

(8) Stigma SSCI-8 (67) 8 ✓ ✓ ✓

(9) Transition specific life events (TLE) Objective and subjective measure of TLE 7 ✓ ✓ ✓

(10) Substance use Single items from the AUDIT (68) & DUDIT (69) 4 ✓ ✓ ✓

(11) Medical compliance Two single items querying status quo and fifteen items of the MedUseQ (70) 15 ✓ ✓ ✓

aOnly participants who have not yet transferred from the CAHS to AHS will be asked to fill out the TCS.
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background, transition competence, satisfaction, utilization, needs

assessment, functioning and social participation, well-being and

health-related quality of life, psychopathology (e.g., depression,

anxiety, psychosis), stigma, transition-specific life events (e.g.,

first job, first romantic relationship), substance use (i.e., non-

prescribed drugs and alcohol) and medical compliance.

Participant’s backgrounds will only be surveyed at baseline, and

transition competence will only be surveyed if the young patient

has not yet transferred to AHS. All other listed aspects will be

surveyed at all three time points (T0, T1, T2). The time to

complete the survey at each time point should be approximately

thirty minutes.
3.5 Analysis

The data material will be analysed using cross-disciplinary

analytical approaches from medicine (rheumatology and

psychiatry), psychology and anthropology. The qualitative data

will be triangulated comparing interviews with observations and

contextual data. The analysis and coding of data will be done

independently by leading researchers at each site/institution and

later gathered in anonymized comparative data analyses across

countries and disciplines. The text sequences or sense units are

coded, and categories are derived from these contents or

assigned to existing categories. The resulting category systems

enable structured processing of the content materials. The

variety of recruitment strategies will carefully consider them

during data analysis and interpretation.

For the quantitative data (online surveys), the transition

experiences will be examined descriptively (e.g., information

received, age of transfer, satisfaction with transfer).

Furthermore, variance-analytical and regressive models will be
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used to analyse within-person changes at baseline, T1 and T2 as

well as between-person differences on measured outcomes (e.g.,

health outcomes). In addition, moderator and mediator

variables will be considered (e.g., transition experiences).

Quantitative and qualitative data will be compared across

countries and disciplines applying different analytical

approaches depending on the theme and analytical focus of the

given publication. Within- and between-person models will be

used to look at potential differences in outcomes (e.g.,

transition experiences, YHC-Sun, functioning, psychopathology).
4 Discussion

The CAT study is a cross-country, interdisciplinary project

that will make use of a mixed methods approach to examine

experiences of the transition process, as well as the CAT

transition programmes. We expect to gain new insights into the

experiences shared by young persons with rheumatological or

mental health conditions or diagnoses as they transition from

child to adult medical care. By combining different medical

fields (rheumatology and mental health), academic disciplines

(medicine, psychology, anthropology), countries (Germany,

Denmark), person-groups (young patients, parents, health

professionals) and methods (interviews, observations,

questionnaires), new light can be cast on the medical,

psychological and anthropological aspects of the complex

nature of the medical transition.

As the CAT study positions itself within the field of

transitional care, analytical perspectives on transitional care

from medicine, psychology and anthropology will be key to the

analysis. This includes approaching the concept of transition

not merely as a single point in time, but as a continuous
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process that affects the person throughout their lives and consists

of multiple forms of transition (71). Due to the interdisciplinary

nature of the study, the theories that will be applied in the analysis

of the data will draw on established theoretical directions within

the fields of medicine (rheumatology and mental health),

psychology, sociology and anthropology. That is to say, medical

research papers will draw on relevant studies within the fields

of rheumatology and mental health care and, where possible,

also combine the two fields to compare transition experiences

and learn from each other.

Adolescents and young adults are the protagonists of the

CAT project, and the key analytical perspective will be on their

everyday lives as young individuals and everyday life with

chronic or serious illnesses or diagnoses (72, 73). This allows

closer study of how adolescents and young adults understand

and define their personhood in relation to somatic or mental

health-care challenges. The comparison of young patients in

rheumatology and mental health care is of particular interest,

as studies show that young persons with rheumatic diseases

are at a greater risk of poor health compared to the reference

groups (44). The CAT study is also one of the few studies to

examine the transition process by taking a longitudinal

approach and following the young persons throughout the

broader transition process (before, during and after the

transfer at 18 years). As a result, we expect to gain new

insights into the everyday lives of young patients and their

parents and how they understand and respond to the

challenges of the medical transfer. We will further examine

how research participants experience and reflect on the CAT

transition programmes and will review recommendations for

adjustments and improvements. It is important to note,

however, that this research will not provide a comprehensive

evaluation of the CAT transition programmes, but rather a

summary of best practices and recommendations learned

throughout the project period.

Since this project concerns adolescents and young adults

who live with serious or chronic diseases or diagnosis, close

attention is paid to their vulnerability throughout the project.

Consequently, many might not be able to participate in all the

project interventions, including individual interviews at three

time points, digital workshops and transition workshops. In

some cases, this might prove overwhelming, and it is therefore

expected that some research participants will only join some

interventions and not others and that some will drop out

altogether. For this reason, the CAT study is not designed as

an intervention study but rather focuses on gaining empirical

insights into the experiences of the research participants as

they engage with the interventions they are capable of being

part of. The scientific publications deriving from the CAT

project will examine the associations between relevant

elements of the transition process and the developed transition

programmes. Beyond the scientific domain, the results will

feed into guidelines on transitional care that can also be used

in other medical disciplines, as well as be prepared as popular

publications and other media enabling a broader audience to

be reached.
Frontiers in Health Services 11
Ethics statement

The study has been approved by the appropriate ethics

committees and will be carried out in accordance with the ethical

standards laid down in the 1964 Declaration of Helsinki, its later

amendments or comparable ethical standards and its

international principles for qualitative research (e.g., the

American Anthropology Association’s Principles of Professional

Responsibility). Informed, written consent will be obtained from

each research participant prior to the interview, observation, or

survey. Participants will be informed about how their data will be

used and stored, as well as about their pseudonymised or

anonymised participation, and their ability to withdraw from the

project at any time without any repercussions. Information about

the study will be provided in a language that is easy to

understand. Contact details are provided so the participants can

obtain more information and ask questions.
Author contributions

CR: Conceptualization, Funding acquisition, Writing – original

draft, Writing – review & editing. LA: Conceptualization, Writing –

original draft, Writing – review & editing. SS: Conceptualization,

Writing – original draft, Writing – review & editing. LB:

Writing – original draft, Writing – review & editing,

Conceptualization. SB: Writing – original draft, Writing – review

& editing, Conceptualization. SA: Writing – original draft,

Writing – review & editing, Conceptualization. PJ: Writing –

original draft, Writing – review & editing, Conceptualization. PB:

Writing – original draft, Writing – review & editing,

Conceptualization. JN: Conceptualization, Writing – original

draft, Writing – review & editing. AP-H: Conceptualization,

Writing – original draft, Writing – review & editing. AC:

Conceptualization, Funding acquisition, Writing – original draft,

Writing – review & editing.
Funding

The author(s) declare financial support was received for the

research, authorship, and/or publication of this article. The CAT

project is funded by the EU programme Interreg Deutschland-

Danmark (grant no: 11–1-22-1). The funding body was not

involved in designing the study.
Acknowledgments

We acknowledge the contributions of all the project partners
who are involved in the CAT project. The partner employees
include (in alphabetical order): Ada Colic (project lead),
Alexander Prehn-Kristensen, Anne Marie Schwartz Wiig, Camilla
Ida Ravnbøl, David Mark Larsson, Dirk Keil, Frederike
Schroepfer, Holleh Borumandi, Julie Bork Nellegaard, Kim Bay
Nielsen, Kristina Kirkeskov Lundgren, Laura Altweck, Lena
frontiersin.org

https://doi.org/10.3389/frhs.2025.1520013
https://www.frontiersin.org/journals/health-services
https://www.frontiersin.org/


Ravnbøl et al. 10.3389/frhs.2025.1520013
Stolte, Lene Anja Bistrup, Leon Franzen, Maren Thauer, Maren
Waehrer, Martin Lund, Mette Provstgaard Nice, Philipp von
Bismarck, Pia Jeppesen, Rikke Engberg Mortensen, Sara Herfelt,
Sibel Christensen, Sidse Marie Arnfred, Silke Schmidt-Schuchert,
Stefan Borgwardt, Søren Stig Tvilsted, Tobias Ihle.
Conflict of interest

The authors declare that the research was conducted in the

absence of any commercial or financial relationships that could

be construed as a potential conflict of interest.

The author(s) declared that they were an editorial board

member of Frontiers, at the time of submission. This had no

impact on the peer review process and the final decision.
Frontiers in Health Services 12
Generative AI statement

The author(s) declare that no Generative AI was used in the

creation of this manuscript.
Publisher’s note

All claims expressed in this article are solely those of the

authors and do not necessarily represent those of their

affiliated organizations, or those of the publisher, the

editors and the reviewers. Any product that may be

evaluated in this article, or claim that may be made

by its manufacturer, is not guaranteed or endorsed by

the publisher.
References
1. World Health Organization. Age of transfer from child to adult mental health
services. World Health Organization (2025). Available online at: https://gateway.
euro.who.int/en/indicators/cahb_survey_43-age-of-transfer-from-child-to-adult-
mental-health-services/#id=34011 (Accessed February 06, 2025).

2. Thomet C, Schwerzmann M, Budts W, De Backer J, Chessa M, Diller G, et al.
Transfer and transition practices in 96 European adult congenital heart disease
centres. Int J Cardiol. (2021) 328:89–95. doi: 10.1016/j.ijcard.2020.11.031

3. Hazel E, Zhang X, Duffy CM, Campillo S. High rates of unsuccessful transfer to
adult care among young adults with juvenile idiopathic arthritis. Pediatr Rheumatol.
(2010) 8(1):2. doi: 10.1186/1546-0096-8-2

4. Hanghøj S, Boisen KA, Schmiegelow K, Hølge-Hazelton B. A photo elicitation
study on chronically ill adolescents’ identity constructions during transition. Glob
Qual Nurs Res. (2016) 3:2333393616631678. doi: 10.1177/2333393616631678

5. Hanghøj S, Boisen KA, Schmiegelow K, Hølge-Hazelton B. Feasibility of a
transition intervention aimed at adolescents with chronic illness. Int J Adolesc Med
Health. (2018) 30(3):20160047. doi: 10.1515/ijamh-2016-0047

6. Hanghøj S, Boisen KA. Self-reported barriers to medication adherence among
chronically ill adolescents: a systematic review. J Adolesc Health. (2014)
54(2):121–38. doi: 10.1016/j.jadohealth.2013.08.009

7. Varty M, Speller-Brown B, Phillips L, Kelly KP. Youths’ experiences of transition
from pediatric to adult care: an updated qualitative metasynthesis. J Pediatr Nurs.
(2020) 55:201–10. doi: 10.1016/j.pedn.2020.08.021

8. Loos S, Walia N, Becker T, Puschner B. Lost in transition? Professional
perspectives on transitional mental health services for young people in Germany: a
qualitative study. BMC Health Serv Res. (2018) 18(1):649. doi: 10.1186/s12913-018-
3462-6

9. Tuomainen H, Schulze U, Warwick J, Paul M, Dieleman GC, Franić T, et al.
Managing the link and strengthening transition from child to adult mental health
care in Europe (MILESTONE): background, rationale and methodology. BMC
Psychiatry. (2018) 18(1):167. doi: 10.1186/s12888-018-1758-z

10. Pladson K. Germany: 1 in 4 children suffers from mental illness. (2019).
Available online at: https://www.dw.com/en/germany-1-in-4-children-suffers-from-
mental-illness/a-51377229 (Accessed April 12, 2024).

11. Psykiatrifonden. Flere børn og unge får en psykisk lidelse. Available online at:
https://psykiatrifonden.dk/viden/temaer/boern-unge-med-psykisk-sygdom/flere-
boern-unge-faar-psykisk-lidelse (Accessed April 12, 2024).

12. Cleverley K, Rowland E, Bennett K, Jeffs L, Gore D. Identifying core components
and indicators of successful transitions from child to adult mental health services: a
scoping review. Eur Child Adolesc Psychiatry. (2020) 29(2):107–21. doi: 10.1007/
s00787-018-1213-1

13. Meadows AK, Bosco V, Tong E, Fernandes S, Saidi A. Transition and transfer
from pediatric to adult care of young adults with complex congenital heart disease.
Curr Cardiol Rep. (2009) 11:291–7. doi: 10.1007/s11886-009-0042-8

14. Meleis AI. Transitions Theory: Middle Range and Situation Specific
Theories in Nursing Research and Practice. New York: Springer Publishing
Company (2010).

15. Meleis AI, Sawyer LM, Im EO, Messias DKH, Schumacher K. Experiencing
transitions: an emerging middle-range theory. Adv Nurs Sci. (2000) 23(1):12–28.
doi: 10.1097/00012272-200009000-00006
16. Cassidy M, Doucet S, Luke A, Goudreau A, MacNeill L. Improving the transition
from paediatric to adult healthcare: a scoping review on the recommendations of
young adults with lived experience. BMJ Open. (2022) 12(12):e051314. doi: 10.1136/
bmjopen-2021-051314

17. Gesellschaft für Transitionsmedizin. Transition von der Pädiatrie in die
Erwachsenenmedizin: S-3 Leitlinien (2021). Available online at: https://register.
awmf.org/assets/guidelines/186-001l_S3_Transition_Paediatrie_Erwachsenenmedizin_
2021-04-verlaengert.pdf (Accessed February 06, 2025).

18. Hill A, Wilde S, Tickle A. Review: transition from child and adolescent mental
health services (CAMHS) to adult mental health services (AMHS): a meta-synthesis of
parental and professional perspectives. Child Adolesc Ment Health. (2019)
24(4):295–306. doi: 10.1111/camh.12339

19. Lockertsen V, Nilsen L, Holm LAW, Rø Ø, Burger LM, Røssberg JI. Mental
health professionals’ experiences transitioning patients with anorexia nervosa from
child/adolescent to adult mental health services: a qualitative study. BMC Health
Serv Res. (2020) 20:891. doi: 10.1186/s12913-020-05740-2

20. Paul M, Ford T, Kramer T, Islam Z, Harley K, Singh SP. Transfers and
transitions between child and adult mental health services. Br J Psychiatry. (2013)
202(s54):s36–40. doi: 10.1192/bjp.bp.112.119198

21. Hendrickx G, Roeck VD, Maras A, Dieleman G, Gerritsen S, Purper-Ouakil D,
et al. Challenges during the transition from child and adolescent mental health
services to adult mental health services. BJPsych Bull. (2020) 44(4):163–8. doi: 10.
1192/bjb.2019.85

22. Jivanjee P, Kruzich JM, Gordon LJ. The age of uncertainty: parent perspectives
on the transitions of young people with mental health difficulties to adulthood. J Child
Fam Stud. (2009) 18(4):435–46. doi: 10.1007/s10826-008-9247-5

23. Varty M, Popejoy LL. A systematic review of transition readiness in youth with
chronic disease. West J Nurs Res. (2020) 42(7):554–66. doi: 10.1177/0193945919875470

24. Sawicki GS, Lukens-Bull K, Yin X, Demars N, Huang IC, Livingood W, et al.
Measuring the transition readiness of youth with special healthcare needs:
validation of the TRAQ—transition readiness assessment questionnaire. J Pediatr
Psychol. (2011) 36(2):160–71. doi: 10.1093/jpepsy/jsp128

25. Memarzia J, St Clair MC, Owens M, Goodyer IM, Dunn VJ. Adolescents leaving
mental health or social care services: predictors of mental health and psychosocial
outcomes one year later. BMC Health Serv Res. (2015) 15(1):185. doi: 10.1186/
s12913-015-0853-9

26. Lugasi T, Achille M, Stevenson M. Patients’ perspective on factors that facilitate
transition from child-centered to adult-centered health care: a theory integrated
metasummary of quantitative and qualitative studies. J Adolesc Health. (2011)
48(5):429–40. doi: 10.1016/j.jadohealth.2010.10.016

27. Cleverley K, Lenters L, McCann E. “Objectively terrifying”: a qualitative study of
youth’s Experiences of transitions out of child and adolescent mental health services at
age 18. BMC Psychiatry. (2020) 20(1):147. doi: 10.1186/s12888-020-02516-0

28. Javalkar K, Johnson M, Kshirsagar AV, Ocegueda S, Detwiler RK, Ferris M.
Ecological factors predict transition readiness/self-management in youth with
chronic conditions. J Adolesc Health. (2016) 58(1):40–6. doi: 10.1016/j.jadohealth.
2015.09.013

29. Stollon N, Zhong Y, Ferris M, Bhansali S, Pitts B, Rak E, et al. Chronological age
when healthcare transition skills are mastered in adolescents/young adults with
frontiersin.org

https://gateway.euro.who.int/en/indicators/cahb_survey_43-age-of-transfer-from-child-to-adult-mental-health-services/#id=34011
https://gateway.euro.who.int/en/indicators/cahb_survey_43-age-of-transfer-from-child-to-adult-mental-health-services/#id=34011
https://gateway.euro.who.int/en/indicators/cahb_survey_43-age-of-transfer-from-child-to-adult-mental-health-services/#id=34011
https://doi.org/10.1016/j.ijcard.2020.11.031
https://doi.org/10.1186/1546-0096-8-2
https://doi.org/10.1177/2333393616631678
https://doi.org/10.1515/ijamh-2016-0047
https://doi.org/10.1016/j.jadohealth.2013.08.009
https://doi.org/10.1016/j.pedn.2020.08.021
https://doi.org/10.1186/s12913-018-3462-6
https://doi.org/10.1186/s12913-018-3462-6
https://doi.org/10.1186/s12888-018-1758-z
https://www.dw.com/en/germany-1-in-4-children-suffers-from-mental-illness/a-51377229
https://www.dw.com/en/germany-1-in-4-children-suffers-from-mental-illness/a-51377229
https://psykiatrifonden.dk/viden/temaer/boern-unge-med-psykisk-sygdom/flere-boern-unge-faar-psykisk-lidelse
https://psykiatrifonden.dk/viden/temaer/boern-unge-med-psykisk-sygdom/flere-boern-unge-faar-psykisk-lidelse
https://doi.org/10.1007/s00787-018-1213-1
https://doi.org/10.1007/s00787-018-1213-1
https://doi.org/10.1007/s11886-009-0042-8
https://doi.org/10.1097/00012272-200009000-00006
https://doi.org/10.1136/bmjopen-2021-051314
https://doi.org/10.1136/bmjopen-2021-051314
https://register.awmf.org/assets/guidelines/186-001l_S3_Transition_Paediatrie_Erwachsenenmedizin_2021-04-verlaengert.pdf
https://register.awmf.org/assets/guidelines/186-001l_S3_Transition_Paediatrie_Erwachsenenmedizin_2021-04-verlaengert.pdf
https://register.awmf.org/assets/guidelines/186-001l_S3_Transition_Paediatrie_Erwachsenenmedizin_2021-04-verlaengert.pdf
https://doi.org/10.1111/camh.12339
https://doi.org/10.1186/s12913-020-05740-2
https://doi.org/10.1192/bjp.bp.112.119198
https://doi.org/10.1192/bjb.2019.85
https://doi.org/10.1192/bjb.2019.85
https://doi.org/10.1007/s10826-008-9247-5
https://doi.org/10.1177/0193945919875470
https://doi.org/10.1093/jpepsy/jsp128
https://doi.org/10.1186/s12913-015-0853-9
https://doi.org/10.1186/s12913-015-0853-9
https://doi.org/10.1016/j.jadohealth.2010.10.016
https://doi.org/10.1186/s12888-020-02516-0
https://doi.org/10.1016/j.jadohealth.2015.09.013
https://doi.org/10.1016/j.jadohealth.2015.09.013
https://doi.org/10.3389/frhs.2025.1520013
https://www.frontiersin.org/journals/health-services
https://www.frontiersin.org/


Ravnbøl et al. 10.3389/frhs.2025.1520013
inflammatory bowel disease. World J Gastroenterol. (2017) 23(18):3349–55. doi: 10.
3748/wjg.v23.i18.3349

30. Matsumoto T, Mori M. Questionnaire survey on transitional care for patients
with juvenile idiopathic arthritis (JIA) and families. Mod Rheumatol. (2021)
31(3):691–6. doi: 10.1080/14397595.2020.1813369

31. Williams B, Mukhopadhyay S, Dowell J, Coyle J. From child to adult: an exploration
of shifting family roles and responsibilities in managing physiotherapy for cystic fibrosis.
Soc Sci Med. (2007) 65(10):2135–46. doi: 10.1016/j.socscimed.2007.07.020

32. Sönmez HE, Koç R, Karadağ ŞG, Aktay Ayaz N. The readiness of pediatric
rheumatology patients and their parents to transition to adult-oriented treatment.
Int J Rheum Dis. (2021) 24(3):397–401. doi: 10.1111/1756-185X.14050

33. Hart LC, van Tilburg MAL, Campbell Jr R, Faldowski RA, Nazareth M, Ndugga
M, et al. Association of youth health care transition readiness to role overload among
parents of children with chronic illness. Child Care Health Dev. (2019) 45(4):577–84.
doi: 10.1111/cch.12683

34. Thomsen EL, Koppelhus JC, Boisen KA, Hanghøj S, Hansson H, Esbensen BA.
Nurses’ and physicians’ perspectives on implementation barriers and facilitators in a
transfer program for parents of adolescents with chronic illness. J Adv Nurs. (2024)
80(8):3278–97. doi: 10.1111/jan.16026

35. Mellerio H, Dumas A, Alberti C, Guilmin-Crépon S, Gastaldi M, Passini L, et al.
Are transition preparation consultations for adolescents with chronic conditions
valuable? A mixed-methods study. Eur J Pediatr. (2022) 181(7):2849–61. doi: 10.
1007/s00431-022-04473-0

36. Dunn V. Young people, mental health practitioners and researchers co-produce
a transition preparation programme to improve outcomes and experience for young
people leaving child and adolescent mental health services (CAMHS). BMC Health
Serv Res. (2017) 17(1):1–12. doi: 10.1186/s12913-017-2221-4

37. Shaw KL, Southwood TR, McDonagh JE, on behalf of the British Paediatric
Rheumatology Group. User perspectives of transitional care for adolescents with
juvenile idiopathic arthritis. Rheumatology. (2004) 43(6):770–8. doi: 10.1093/
rheumatology/keh175

38. Singh SP, Paul M, Ford T, Kramer T, Weaver T, McLaren S, et al. Process, outcome
and experience of transition from child to adult mental healthcare: multiperspective study.
Br J Psychiatry. (2010) 197(4):305–12. doi: 10.1192/bjp.bp.109.075135

39. Jarvis SW, Roberts D, Flemming K, Richardson G, Fraser LK. Transition of
children with life-limiting conditions to adult care and healthcare use: a systematic
review. Pediatr Res. (2021) 90(6):1120–31. doi: 10.1038/s41390-021-01396-8

40. Al-Mayouf SM, Al Mutairi M, Bouayed K, Habjoka S, Hadef D, Lotfy HM, et al.
Epidemiology and demographics of juvenile idiopathic arthritis in Africa and Middle
East. Pediatr Rheumatol Online J. (2021) 19:166. doi: 10.1186/s12969-021-00650-x

41. Appleton R, Connell C, Fairclough E, Tuomainen H, Singh SP. Outcomes of
young people who reach the transition boundary of child and adolescent mental
health services: a systematic review. Eur Child Adolesc Psychiatry. (2019)
28(11):1431–46. doi: 10.1007/s00787-019-01307-7

42. Wenzl M. International Profiles of Health Care Systems, 2015: Australia, Canada,
China, Denmark, England, France, Germany, India, Israel, Italy, Japan, The Netherlands,
New Zealand, Norway, Singapore, Sweden, Switzerland, and the United States.

43. GKV-Spitzenverband. Alle gesetzlichen Krankenkassen (2024). Available online
at: https://www.gkv-spitzenverband.de/krankenversicherung/kv_grundprinzipien/
alle_gesetzlichen_krankenkassen/alle_gesetzlichen_krankenkassen.jsp (Accessed
February 06, 2025).

44. Pedersen MJ, Høst C, Hansen SN, Deleuran BW, Bech BH. Psychiatric morbidity is
common among children with juvenile idiopathic arthritis: a national matched cohort
study. J Rheumatol. (2024) 51(2):181–8. doi: 10.3899/jrheum.2023-0084

45. Sundhedsstyrelsen. Anbefalinger for transition fra børne- og ungeområdet til
voksenområdet i sygehusregi. (2020). Available online at: https://sst.dk/-/media/
Udgivelser/2020/Transition-sygehusregi/Anbefalinger-for-transition-fra-boerne–og-
ungeomraadet-til-voksenomraadet-i-sygehusregi.ashx?sc_lang=da&hash=6B2B09754
87AE70D13632F799F4B4C4D (Accessed April 12, 2024).

46. Ernst G, Bomba F. Fit für den Wechsel: Erwachsenwerden mit Chronischer
Krankheit. Lengerich: Pabst Science Publishers (2016).

47. Ernst G, Szczepanski R. Modulares Schulungsprogramm für Chronisch Kranke
Kinder und Jugendliche Sowie Deren Familien: ModuS: Band 1: Modulare
Patientenschulung. 5th ed. Lengerich: Pabst Science Publishers (2020).

48. Ernst G, Szczepanski R.Modulares Schulungsprogramm fürChronisch Kranke Kinder
und Jugendliche Sowie Deren Familien: ModuS: Band 2: Qualitätsmanagement und
Trainerausbildung. 5th ed. Lengerich: Pabst Science Publishers (2020).

49. Bundesministerium für Gesundheit. GEMEINSAM DIGITAL:
Digitalisierungsstrategie für das Gesundheitswesen und die Pflege. 2023. Available
online at: https://www.bundesgesundheitsministerium.de/fileadmin/Dateien/3_
Downloads/D/Digitalisierungsstrategie/BMG_Broschuere_Digitalisierungsstrategie_
bf.pdf (Accessed April 12, 2024).

50. Spradley JP. The Ethnographic Interview. New York: Holt, Rinehart and Winston
(1979). p. 260. Available online at: http://archive.org/details/ethnographicinte0000spra
(Accessed April 12, 2024).
Frontiers in Health Services 13
51. Kvale S, Brinkmann S. Interview—det Kvalitative Forskningsinterview som
Håndværk. København: Hans Reitzels Forlag (2015).

52. Tangaard L, Brinkmann S. Kvalitative metoder, tilgange og perspektiver. In:
Brinkman S, Tanggard L, editors. Kvalitative Metoder: En Grundbog [English
Translation: Qualitative Methods: A Text Book]. 3rd ed. København: Hans Reitzels
Forlag (2020). p. 15–33.

53. Guest G, Bunce A, Johnson L. How many interviews are enough?: an experiment
with data saturation and variability. Field Methods. (2006) 18(1):59–82. doi: 10.1177/
1525822X05279903

54. Hennink M, Kaiser BN. Sample sizes for saturation in qualitative research: a
systematic review of empirical tests. Soc Sci Med. (2022) 292:114523. doi: 10.1016/j.
socscimed.2021.114523

55. Christensen P, James A. Research with Children: Perspectives and Practices. 3rd
ed. London: Routledge (2017). p. 240.

56. Brooker L. Interviewing children. In: Macnaughton G, Rolfe SA, Siraj-Blatchford
I, editors. Doing Early Childhood Research. International Perspectives on Theory and
Practice Berkshire. London: Routledge (2001).

57. Hastrup K. Feltarbejde. In: Brinkman S, Tanggard L, editors. Kvalitative
Metoder: En Grundbog [English Translation: Qualitative Methods: A Text Book]. 3rd
ed. København: Hans Reitzels Forlag (2020).

58. Szulevicz T. Deltagerobservation. In: Brinkmann S, Tanggaard L, editors.
Kvalitative Metoder: En Grundbog. 3rd ed. København: Hans Reitzels Forlag
(2020). p. 97–115.

59. Herrmann-Garitz C, Muehlan H, Bomba F, Thyen U, Schmidt S. Konzeption
und erfassung der gesundheitsbezogenen transitionskompetenz von jugendlichen
mit chronischen erkrankungen—entwicklung und prüfung eines
selbstbeurteilungsinstrumentes. Gesundheitswesen. (2017) 79(06):491–6. doi: 10.
1055/s-0035-1549986

60. Schmidt S, Thyen U, Herrmann-Garitz C, Bomba F, Muehlan H. The Youth
Health Care measure-satisfaction, utilization, and needs (YHC-SUN)-development
of a self-report version of the Child Health Care (CHC-SUN) proxy-measure. BMC
Health Serv Res. (2016) 16:1–12. doi: 10.1186/s12913-016-1419-1

61. Üstun TB, Kostanjsek N, Chatterji S, Rehm J. Measuring Health and Disability:
Manual for WHO Disability Assessment Schedule (WHODAS 2.0). Malta: World
Health Organization (2010).

62. Brähler E, Mühlan H, Albani C, Schmidt S. Teststatistische Prüfung und
Normierung der deutschen Versionen des EUROHIS-QOL Lebensqualität-Index
und des WHO-5 Wohlbefindens-Index. Diagnostica. (2007) 53(2):83–96. doi: 10.
1026/0012-1924.53.2.83

63. Löwe B, Kroenke K, Herzog W, Gräfe K. Measuring depression outcome with a
brief self-report instrument: sensitivity to change of the Patient Health Questionnaire
(PHQ-9). J Affect Disord. (2004) 81(1):61–6. doi: 10.1016/S0165-0327(03)00198-8

64. Rasmussen TB, Berg SK, Dixon J, Moons P, Konradsen H. Instrument
translation and initial psychometric evaluation of the Danish Body Image Quality
of Life Inventory. Scand J Caring Sci. (2016) 30(4):830–44. doi: 10.1111/scs.12311

65. Spitzer RL, Kroenke K, Williams JBW, Löwe B. A brief measure for assessing
generalized anxiety disorder: the GAD-7. Arch Intern Med. (2006) 166(10):1092–7.
doi: 10.1001/archinte.166.10.1092

66. Birkenæs V, Refsum Bakken N, Frei E, Jaholkowski P, Smeland OB, Tesfaye M,
et al. Psychometric properties and diagnostic associations of the short-form
community assessment of psychic experiences in a population-based sample of 29
021 adult men. Schizophr Bull. (2023) 49(5):1229–38. doi: 10.1093/schbul/sbad074

67. Molina Y, Choi SW, Cella D, Rao D. The stigma scale for chronic illnesses 8-item
version (SSCI-8): development, validation, and use across neurological conditions. Int
J Behav Med. (2013) 20(3):450–60. doi: 10.1007/s12529-012-9243-4

68. Babor TF, Higgins-Biddle JC, Saunders JB, Monteiro MG. AUDIT: The alcohol
use disorders identification test: guidelines for use in primary health care. 2nd ed.
World Health Organization. Department of Mental Health and Substance
Dependence (2001). Available online at: https://www.who.int/publications/i/item/
WHO-MSD-MSB-01.6a (Accessed February 06, 2025).

69. Berman AH, Bergman H, Palmstierna T, Schlyter F. Evaluation of the drug use
disorders identification test (DUDIT) in criminal justice and detoxification settings
and in a Swedish population sample. Eur Addict Res. (2005) 11(1):22–31. doi: 10.
1159/000081413

70. Berman RL, Iris M, Conrad KJ, Robinson C. Validation of the MedUseQ: a self-
administered screener for older adults to assess medication use problems. J Pharm
Pract. (2019) 32(5):509–23. doi: 10.1177/0897190018766789

71. Meleis A. Transitions Theory: Middle Range and Situation Specific Theories in
Nursing Research and Practice. New York: Springer Publishing Company (2010).

72. Durham D. Disappearing youth: youth as a social shifter in Botswana. Am
Ethnol. (2004) 31(4):589–605. doi: 10.1525/ae.2004.31.4.589

73. Wahlberg A. The vitality of disease. In: Meloni M, Cromby J, Fitzgerald D, Lloyd
S, editors. The Palgrave Handbook of Biology and Society. London: Palgrave Macmillan
UK (2018). p. 727–48. doi: 10.1057/978-1-137-52879-7_31
frontiersin.org

https://doi.org/10.3748/wjg.v23.i18.3349
https://doi.org/10.3748/wjg.v23.i18.3349
https://doi.org/10.1080/14397595.2020.1813369
https://doi.org/10.1016/j.socscimed.2007.07.020
https://doi.org/10.1111/1756-185X.14050
https://doi.org/10.1111/cch.12683
https://doi.org/10.1111/jan.16026
https://doi.org/10.1007/s00431-022-04473-0
https://doi.org/10.1007/s00431-022-04473-0
https://doi.org/10.1186/s12913-017-2221-4
https://doi.org/10.1093/rheumatology/keh175
https://doi.org/10.1093/rheumatology/keh175
https://doi.org/10.1192/bjp.bp.109.075135
https://doi.org/10.1038/s41390-021-01396-8
https://doi.org/10.1186/s12969-021-00650-x
https://doi.org/10.1007/s00787-019-01307-7
https://www.gkv-spitzenverband.de/krankenversicherung/kv_grundprinzipien/alle_gesetzlichen_krankenkassen/alle_gesetzlichen_krankenkassen.jsp
https://www.gkv-spitzenverband.de/krankenversicherung/kv_grundprinzipien/alle_gesetzlichen_krankenkassen/alle_gesetzlichen_krankenkassen.jsp
https://doi.org/10.3899/jrheum.2023-0084
https://sst.dk/-/media/Udgivelser/2020/Transition-sygehusregi/Anbefalinger-for-transition-fra-boerne&ndash;og-ungeomraadet-til-voksenomraadet-i-sygehusregi.ashx?sc_lang=da%26hash=6B2B0975487AE70D13632F799F4B4C4D
https://sst.dk/-/media/Udgivelser/2020/Transition-sygehusregi/Anbefalinger-for-transition-fra-boerne&ndash;og-ungeomraadet-til-voksenomraadet-i-sygehusregi.ashx?sc_lang=da%26hash=6B2B0975487AE70D13632F799F4B4C4D
https://sst.dk/-/media/Udgivelser/2020/Transition-sygehusregi/Anbefalinger-for-transition-fra-boerne&ndash;og-ungeomraadet-til-voksenomraadet-i-sygehusregi.ashx?sc_lang=da%26hash=6B2B0975487AE70D13632F799F4B4C4D
https://sst.dk/-/media/Udgivelser/2020/Transition-sygehusregi/Anbefalinger-for-transition-fra-boerne&ndash;og-ungeomraadet-til-voksenomraadet-i-sygehusregi.ashx?sc_lang=da%26hash=6B2B0975487AE70D13632F799F4B4C4D
https://www.bundesgesundheitsministerium.de/fileadmin/Dateien/3_Downloads/D/Digitalisierungsstrategie/BMG_Broschuere_Digitalisierungsstrategie_bf.pdf
https://www.bundesgesundheitsministerium.de/fileadmin/Dateien/3_Downloads/D/Digitalisierungsstrategie/BMG_Broschuere_Digitalisierungsstrategie_bf.pdf
https://www.bundesgesundheitsministerium.de/fileadmin/Dateien/3_Downloads/D/Digitalisierungsstrategie/BMG_Broschuere_Digitalisierungsstrategie_bf.pdf
http://archive.org/details/ethnographicinte0000spra
https://doi.org/10.1177/1525822X05279903
https://doi.org/10.1177/1525822X05279903
https://doi.org/10.1016/j.socscimed.2021.114523
https://doi.org/10.1016/j.socscimed.2021.114523
https://doi.org/10.1055/s-0035-1549986
https://doi.org/10.1055/s-0035-1549986
https://doi.org/10.1186/s12913-016-1419-1
https://doi.org/10.1026/0012-1924.53.2.83
https://doi.org/10.1026/0012-1924.53.2.83
https://doi.org/10.1016/S0165-0327(03)00198-8
https://doi.org/10.1111/scs.12311
https://doi.org/10.1001/archinte.166.10.1092
https://doi.org/10.1093/schbul/sbad074
https://doi.org/10.1007/s12529-012-9243-4
https://www.who.int/publications/i/item/WHO-MSD-MSB-01.6a
https://www.who.int/publications/i/item/WHO-MSD-MSB-01.6a
https://doi.org/10.1159/000081413
https://doi.org/10.1159/000081413
https://doi.org/10.1177/0897190018766789
https://doi.org/10.1525/ae.2004.31.4.589
https://doi.org/10.1057/978-1-137-52879-7_31
https://doi.org/10.3389/frhs.2025.1520013
https://www.frontiersin.org/journals/health-services
https://www.frontiersin.org/

	Enabling good transition processes from child to adult medical care: a study protocol
	Introduction
	Background
	Transition processes from child- and adolescent health-care services (CAHS) to adult health-care services (AHS)
	Transition readiness
	Parental roles in transitions from CAHS to AHS
	Youth transition in rheumatology and mental health care

	Project: Child to Adult Transitions (CAT)
	Transition teams
	Transition workshops
	Digital health solutions

	CAT Study rationale and research questions
	Main research question
	Sub-research questions


	Methods/design
	CAT Study design
	Study population
	Inclusion and exclusion criteria
	Number of study participants
	Recruitment strategy

	Data protection and ethics
	Study procedure
	Qualitative research activities: interviews
	Qualitative research activities: observations
	Quantitative research activities: surveys

	Analysis

	Discussion
	Ethics statement
	Author contributions
	Funding
	Acknowledgments
	Conflict of interest
	Generative AI statement
	Publisher's note
	References


