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Summary

BACKGROUND: About half of all children with rheumatic
diseases need continuous medical care during adoles-
cence and adulthood. A good transition into adult rheuma-
tology is essential. Guidelines for a structured transition
process have therefore been recommended by the Euro-
pean League Against Rheumatism (EULAR) and the Pae-
diatric Rheumatology European Society (PReS). Howev-
er, implementation of these guidelines requires resources
often not available in a busy clinical practice.

AIMS: To assess the current practice of transitional care in
Switzerland in relation to EULAR/PReS recommendations
and to describe gaps and challenges in following the rec-
ommendations.

METHODS: All paediatric Swiss rheumatology centres
and their collaborating adult centres offering a transition
service to adult care were invited to participate in this sur-
vey. The responsible paediatric and adult rheumatologist
of each centre was interviewed separately using a struc-

tured manual addressing the EULAR/PReS transitional
care recommendations.

RESULTS: All 10 paediatric and 9 out of 10 adult rheuma-
tologists agreed to participate. Centres varied in the num-
ber of patients in transition, from n = 0 to n = 111. The
following EULAR/PReS recommendations were imple-
mented and applied in most centres: continuity in the
healthcare team, consultations focused on adolescents
and young adults, joint consultations between the paedi-
atric and adult rheumatologist, and access to the EULAR
website. Only rarely did a centre have a written transition
policy or evaluate their transitional care programme. The
vast majority of the interviewees had no specific training
in adolescent health. Most centres rated their transitional
care performance as very good.

CONCLUSION: Transition in Switzerland is not uniform
and consequently the implementation of the EULAR/PReS
recommendations is variable in Swiss rheumatology cen-
tres. Skills of healthcare professionals, continuity between
clinical settings, size of the centres, and hospital focus on
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the needs of adolescents and young adults may represent
key predictors of successful transitional care for patients
with chronic rheumatic diseases. Future studies should
examine these variables.

Introduction

Paediatric rheumatic diseases comprise a heterogeneous
group of rare diseases, most often juvenile idiopathic
arthritis, systemic vasculitis, and connective tissue and au-
toinflammatory diseases [1]. Some of these conditions di-
agnosed during childhood and cared for by a specialised
paediatric rheumatology team will resolve before the
young people become adults; however, up to half of the pa-
tients with paediatric rheumatic diseases will need continu-
ous medical care into adulthood [2]. In Switzerland, an es-
timated 2500 to 3000 children and adolescents suffer from
a rheumatic disease [3]. Consequently, this group of pa-
tients will experience a change from a paediatric to an adult
healthcare team. This change mostly occurs during adoles-
cence, which is defined as the lifespan between 10 and 19
years of age, and is one of the most challenging periods
in a person’s life [4]. Indeed, during adolescence many as-
pects of a human’s physical, psychological and social con-
dition, as well as their environment will undergo major
changes [5]. The chronicity of systemic inflammation from
rheumatic diseases represents a risk for significant organ-
ic and psychological morbidities and sequelae in adulthood
[6]. Consequently, adolescents and young adults (AYAs)
suffering from paediatric rheumatic diseases are vulnera-
ble at the time of transfer to adult medicine [5, 7]. If not
conducted carefully, the transfer from paediatric to adult
healthcare services can have serious repercussions affect-
ing short- and long-term disability, psychosocial develop-
ment, and educational and vocational achievement, which
can have a life-long impact on the patient [8–10]. Specif-
ically, a poorly managed transfer of AYAs is associated
with negative outcomes including health deterioration, de-
creased quality of life, medication non-adherence, missed
appointments, loss to follow-up, and increased hospital ad-
missions and emergency room visits [5, 7, 9, 11]. In a lu-
pus cohort study including AYAs, there was a significant
increase in the proportion of patients suffering from de-
pression and anxiety after transfer to the adult setting [9].
Furthermore, the majority of the patients (72%) in this co-
hort study had at least one missed appointment after tran-
sition [9]. The increased awareness amongst clinicians of
these negative outcomes after a poorly organised transfer
has led to the development of transition programmes from
paediatric into adult health services. Transitional care (TC)
has been defined by the Society for Adolescent Medicine
as “the purposeful, planned movement of adolescents and
young adults with chronic physical and medical conditions
from child-centred to adult-oriented healthcare systems”
(12). Current evidence shows that a transition for patients
built on an individualised, structured management plan is
associated with improved clinical outcomes [13], quality
of life [13–15]) and satisfaction with care [15–17], less
loss to follow-up [16], and increased illness-related knowl-
edge [14, 15], as well as better parental outcomes [15] such
as reduction in behavioural control and increased promo-
tion of independence [14]. However, Clemente and col-
leagues showed in a systematic review that few transition

programmes used evaluation tools and, consequently, com-
paring effectiveness between the programmes was not pos-
sible [18].

In 2017, the European League against Rheumatism (EU-
LAR) and Paediatric Rheumatology European Society
(PReS) published recommendations for successful TC in
rheumatology [10]. These standards can be used to guide
the development of transitional care services and bench-
mark the quality of transition practice among settings. Us-
ing Delphi methodology, the expert panel reached con-
sensus on the following 12 recommendations: (1)
high-quality, coordinated, multidisciplinary care; (2) start-
ing in early adolescence; (3) direct communication be-
tween key participants; (4) individual transition process
and progress; (5) written, agreed and regularly updated
transition policies between paediatric and adult settings;
(6) written description of multi-professional teams in-
volved in , including a transition coordinator; (7) AYA-fo-
cused care that is developmentally appropriate; (8) hav-
ing a transfer document; (9) appropriate training in generic
adolescent care and childhood-onset rheumatic disease;
(10) secure funding to offer TC; (11) accessible electronic-
based platform for recommendations, standards and re-
sources; and (12) evidence-based knowledge and practice
to improve outcomes for AYAs (10). Yet, despite the evi-
dence supporting the importance of a structured transition
programme, many, if not most, centres do not completely
follow these recommendations. An assessment of the clini-
cal practices of paediatric providers in Europe showed that
less than 25% have a written transition policy for their
patients, which they adhere to most of time in their cen-
tre [5]. For Switzerland, no data are available on the ex-
tent to which the EULAR/PReS recommendations are im-
plemented in the care of patients with paediatric rheumatic
diseases. The aim of this study was therefore to describe
the current provision of TCin Swiss paediatric and adult
rheumatology centres, to identify possible barriers to TC in
the context of rare rheumatic conditions and to assess
healthcare professionals’ self-judgement concerning their
performance in TC.

Materials and methods

Design, sample and setting

In this cross-sectional study, all 10 paediatric rheumatol-
ogy centres in Switzerland were invited to participate.
Each of these centres routinely collaborates with one adult
rheumatology centre, to which they transfer the vast ma-
jority of their patients. The paediatric physician named the
adult rheumatologist to whom they transfer their AYAs.
Those adult centres were also invited to participate. The
adult centre is in the same hospital or within short distance
of the paediatric centre. The physician in each centre was
contacted to participate in the interview. If that individual
was not available to participate, another clinician familiar
with the practice was identified to participate in the inter-
view.

Between 16 March and 13 June 2020, one rheumatologist
from each centre was asked to participate in an interview
using a structured manual. In one paediatric centre the
nurse also participated in the interview.
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Measures and data collection

To collect data about the transition processes in the centres,
a structured interview manual based on the EULAR/PReS
recommendations [10] was drafted by one of the co-au-
thors (NS). The draft was reviewed by all members of the
core research team (LB, AW, TD, MLD, NS) and revised
several times to create the final survey (see appendix).To
facilitate the interview and the collection of demograph-
ic data about the practice site (e.g., number of patients),
the healthcare professional received the interview manual
before the interview. Since all participating clinicians were
familiar with their practice site, they provided estimates for
the number of AYAs in the practice as well as the number
in transition. Participants were asked to respond to the sur-
vey items in relation to all AYAs in their practice even if
not currently in the transition process.

The interviews were conducted by telephone or video call,
depending on the preference of the healthcare professional,
by a medical doctoral student (NS). The interviews were
digitally recorded and free text answers were transcribed.

Analysis

For data analysis IBM SPSS version 24 [19] was used. Da-
ta were analysed using descriptive statistics: frequencies
and, where appropriate, the median and range were cal-
culated. Given the small sample size and the distribution
of variables, the median and ranges were calculated for
all continuous variables. For questions with an "other" an-
swer option, the frequencies of the various responses were
counted.

Ethical aspects

Prior to the interview, the purpose of the study was ex-
plained verbally by one of the two last authors (TD and
AW). After agreeing to participate, the doctoral student
(NS) contacted the identified healthcare professionals by
email to schedule the interview. Before starting the inter-
view, the healthcare professionals were asked if they were
still willing to participate. Informed consent was implied
by participating in the interview. Participants were identi-
fied by unique IDs only, names were not recorded on sur-
veys. Data were stored on a password-protected comput-
er. Data from the survey were transferred into an Excel file
and doubled check for accuracy. The paper file was then
destroyed by shredder.

Results

Participating centres

All 10 paediatric and 9 of 10 adult rheumatology centres
participated in this survey. One paediatric centre had to
be excluded as the physician had only recently started his
clinical activity in this hospital and no AYAs in transition
had been followed at the time of interview. All participat-
ing rheumatologists are board certified. Most participating
paediatric and adult rheumatologists were experienced in
TC with a median of 10 years of experience (range 3–40
years). The number of patients currently receiving care in
the paediatric rheumatology centres ranged from 50 to 363
(median 140), of whom between 0 and 111 patients in each
centre were currently in the process of transition to an adult

care setting (median 13). A median of 11 AYAs (range
4–55) had been transferred to adult healthcare services dur-
ing the prior 2 years in these centres. Adult centres report-
ed that a median of 99% AYAs kept their first appointment
(range 82–100%), and 99% (range 77–100%) kept their
second appointment. The characteristics of the participat-
ing centres are summarised in table 1.

Implementation of the EULAR/PReS recommenda-
tions in the centres

The implementation of EULAR/PReS recommendations
was heterogeneous across the centres (fig. 1).

Whereas some recommendations (continuity in healthcare
team, consultations AYA focused, joint consultations be-
tween the paediatric and adult rheumatologists) were im-
plemented in all centres, other recommendations (training
in adolescent health, having a transition policy, and eval-
uation of the transition programme) were implemented in
only a few centres. The findings in relation to implementa-
tion of the recommendations are summarised below and in
fig. 1.

Recommendation 1: AYAs should have access to highly co-
ordinated TC, delivered through partnership with health-
care professionals, AYAs and their families, to address the
needs on individual basis. Eight centres (four paediatric
and four adult) used a multidisciplinary approach for TC,
defined as a minimum of three healthcare professions di-
rectly involved in the process. However, in four paediatric
and three adult centres, only the physician performed.

When the AYA was also receiving care from another spe-
cialist (e.g., cardiologist, dermatologist), six of the paedi-
atric rheumatology centres reported that they often or al-
ways checked with the other specialist(s) to see if they
were also transferring the AYA to an adult provider. No da-
ta were collected in relation to the other specialists’ per-
ception of transition readiness.

Recommendation 2: Transition process should start as ear-
ly as possible; in early adolescence or directly after the
diagnosis in adolescent-onset disease. Nine of 10 paedi-
atric centres did not define a specific age for starting the
transition process. One centre reported always starting the
transition process at the age of 13 years. In all other cen-
tres, the start of transition varied between the ages of 11
and 20. AYA’s adherence to medications and appointments,
and disease activity followed by chronological age and the
AYA’s wish were rated as the most important factors used
to determine initiation of the transition process. Most pae-
diatric centres (n = 9) reported transferring the AYA to the
adult centre between 15 and 20 years of age, whereas one
centre transfers AYAs between the age of 20 to 25 years.
After transfer, all of the adult rheumatologist reported that
parents continued to accompany AYAs to their visits, al-
though the proportion varied by centre.

Recommendation 3: Direct contact between key partici-
pants. Fifteen centres (seven paediatric and eight adult)
always organise a joint consultation with the paediatric
rheumatologist, the adult rheumatologist, the AYAs and
their parent(s) before transfer of the AYAs. One centre re-
ported transferring patients to a private practice without
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joint consultation. Separate consultations with the AYA
alone take place in all centres.

Recommendation 4: Individual transition processes and
progress should be carefully documented in the medical
records and planned with AYAs and their families. Six of
the ten paediatric centres reported never or rarely having
a written transition plan. A transition checklist (a list with
themes to be addressed during the transition process in or-
der to ensure that the AYA gains the knowledge and skills
to manage their condition) is used in four paediatric and
two adult centres.

Recommendation 5: Every rheumatology service must
have a written, agreed and regularly updated transition
policy. Three paediatric and two adult centres reported
having a written policy for TC. Twelve centres (eight pae-

diatric and four adult) reported having a consistent ap-
proach; however, they have no official document.

Recommendation 6: There should be a clearly written de-
scription of the multi-disciplinary team involved in TC, lo-
cally and in the clinical network. This recommendation al-
so states that ideally the team should include a transition
coordinator. Six centres (three paediatric and three adult)
reported having a designated transition coordinator; how-
ever, this individual also had additional job responsibili-
ties. In order to assure continuity of care, AYAs are often
or always seen by the same rheumatologist. In the case of
an emergency around the transfer time, all paediatric cen-
tres designate a contact person. Seven of the adult centres
identify a contact person.

Recommendation 7: Transition services must be AYA fo-
cused, be developmentally appropriate and address the

Table 1:
Basic characteristics of the centres, transitional care practice.

Paediatric (n =
10)

Adult (n =
9)

Type of setting, n University Hospital 4 3
Cantonal hospital 6 4
Regional hospital 0 1
Private practice 0 1

Years working in transitional care, median (range) 10 (3-40) Not as-
sessed

Current number of patients, median (range) 140 (50-363) Not as-
sessed

Current number of AYAs <18 years, median (range) 60 (25-160) 5.5 (0-82)a

Current number of young adults aged 18 to 25 years, median (range) 9 (0-36) 30 (10-51)b

Current number of AYAs in process of transition, median (range) 13 (0-111) Not as-
sessed

Current number of AYAs who completed transfer to adult healthcare in 2018/2019, median (range) 11 (4-55) Not as-
sessed

Having transition coordinator Yes, n 3 3
Age initiating transition process, number of centres Early adolescence (11-13 years) 2 Not as-

sessedEarly to mid-adolescence (11-16 years) 2
Mid adolescence (14-16 years) 1
Mid to late adolescence (14-18 years) 2
Mid adolescence to young adulthood (14-25 years) 1
Late adolescence (17-18 years) 1
Late adolescence to young adulthood (17-25 years) 1

Schedule first appointment in adult practice, number of centres, n By transition coordinator only 2 3
By paediatric centre only 3 2
By adult rheumatologist only 1 2
By patients only 2 1
By patients (50%) or transition coordinator (50%) 1 0
By patients (90%) or paediatric centre (10%) 1 0
Missing 0 1

Clinician confirmation that AYA attended transition appointments after transfer in
adult setting, n

Never 3 1
Rarely 0 1
Half of the time 0 0
Often 1 0
Always 6 7

Topics often or always discussed /taught during consultations, n (%) Vocational issues 9 8
Effects of nicotine, caffeine, alcohol on disease/treat-
ment

10 6

Medication knowledge 10 6
Effect of illegal substances on disease/treatment 9 4
Impact of disease/treatment on sexuality, fertility and
pregnancy

8 7

Disease knowledge 7 2
Booking own appointments 2 3

AYA: adolescent and young adult; a n = 8 (data missing from 2 adult centres); b n= 7 (data missing from 1 adult centre)
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complexity of AYA development. Whereas in the paediatric
setting the effects of nicotine, caffeine and alcohol, and
knowledge about their disease were discussed most often,
during the adult consultations vocational issues and effects
of the disease/treatment on sexuality, fertility and pregnan-
cy where the most common topics discussed (see Table 1).
Communication channels used between healthcare profes-
sionals and AYAs in all centres included email and phone
calls. SMS or WhatsApp was used in six paediatric and
in six adult centres. One adult centre used its own centre’s
digital application, and one paediatric centre used an exist-
ing app.

Recommendation 8: There must be a transfer docu-
ment. Fourteen (six paediatric and eight adult) centres re-
ported that they always have a transfer report. However,
collaborating paediatric/adult centres did not always pro-
vide a consistent response in relation to this recommenda-
tion, i.e., sending and receiving transfer reports.

Recommendation 9: Healthcare teams involved in tran-
sition and AYA care must have appropriate training in
generic adolescent health and childhood-onset rheumatic
disease. One paediatric rheumatologist reported having
specific training in TC. The participating nurse reported at-
tending a 1-week course in adolescent health.

Recommendation 10: There must be secure funding for
dedicated resources to provide uninterrupted clinical care
and transition services for AYAs entering adult care. Two
paediatric and six adult rheumatologists did not identify
funding as an important barrier to implementing a transi-
tion process. Healthcare professionals are reimbursed by
either the hospital or the healthcare insurance. Issues relat-
ed to reimbursement mentioned by a majority of the cen-
tres were that nurses currently cannot bill for their work
and during joint consultations only one physician can bill
for the visit.

Recommendation 11: There must be a freely accessible
electronic-based platform to host the recommendations,
standards and resources for TC. All centres have access to
the EULAR as well as to the PReS website. No further in-
formation was assessed concerning this recommendation.

Recommendation 12: Increased evidence-based knowledge
and practice is needed to improve outcomes for AYA with
childhood-onset rheumatic diseases. None of the centres
formally evaluated their transition practice. Twelve centres
(nine paediatric and three adult) reported contributing to
the evidence base of childhood-onset rheumatic diseases
by entering patient data into a registry. Centres most often
reported recording data in the Juvenile Inflammatory
Rheumatism (JIR) network’s JIRCohort platform.

Self-assessment

We asked the participating healthcare professionals to rate
themselves on their performance regarding TC in general,
their communication with the AYA, success in achieving
AYAs independence in taking medication, success in
achieving AYAs adherence to appointments and success
in achieving AYAs knowledge about their disease. Nine
paediatric (one missing) and seven adult healthcare pro-
fessionals (two missing) responded to the first two items,
whereas the last three items were answered by eight paedi-
atric (two missing) and seven adult healthcare profession-
als (two missing). Overall, paediatric healthcare profes-
sionals rated themselves better compared with their adult
colleagues. For their TC performance in general, eight of
the paediatric and six of the adult clinicians rated them-
selves as good to excellent. For all other statements, all
the paediatric clinicians rated their performance as good
to excellent, whereas five adult clinicians reported success
in achieving independence in medication taking and AYA
knowledge about their disease, andsix for communication

Figure 1: Overview recommendations implemented by centre.
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with patients and success in achieving adherence to ap-
pointments.

Barriers

All participants responded to the questions about barriers.
Overall, the paediatric centres reported more barriers to the
implementation of a transition policy than the adult cen-
tres. Shortage of staff was the most important barrier iden-
tified by the paediatric clinicians (70% vs 22.2% for the
adult clinicians), followed by lack of time (50% vs 11.1%),
and funding difficulties (paediatric centres 50%, adult cen-
tres 33.3%) The availability of rooms for the consultations
was reported as a fairly to very important barrier by 30% of
the paediatric and 22.2% of the adult clinicians. The short-
age of adult rheumatologists was a very important barrier
for one paediatric centre. Another paediatric centre iden-
tified their small size as a barrier to implementing a tran-
sition programme. The distance to the paediatric centre,
especially the limited public transportation available, was
reported as a barrier by an adult centre.

Some centres reported ambivalence of patients about the
moment of transfer. Other issues were loss of follow-up,
especially in patients not taking systemic medications; par-
ents rather than the AYA taking the lead during the consul-
tation; and missed TC consultations.

Discussion

This study describes the current practice of in Swiss pae-
diatric and adult rheumatology centres vis-a-vis EULAR/
PReS recommendations. All participating centres followed
parts of the EULAR/PReS recommendations in their clin-
ical practice. Yet none of the centres implemented all rec-
ommendations. This varied not only across the paediatric
and adult healthcare settings, but also between the local
collaborating paediatric and adult centres. The recommen-
dations with the largest discrepancy between the centres
were the presence of a multi-disciplinary approach, start-
ing age for TC (paediatric centres only) and having a tran-
sition plan. Despite these findings, most centres rated their
performance as very good. We did not identify any pattern
in this heterogeneity based on language region, centre size
or location.

Understanding the unique needs of AYAs is critical to en-
sure a smooth transition from paediatric to adult care. A
UK-wide survey questioning 613 adult trainees from 23
adult specialities reported that the most significant barri-
ers to provide good care to AYAs was the lack of knowl-
edge about how to deal with AYAs issues [20]. The training
gap in adolescent health exists for both paediatric and
adult healthcare professionals [21]. In Switzerland, no fo-
cused postgraduate education is available for adolescent
medicine. Most medical and nursing education pro-
grammes have limited content about adolescent health, re-
sulting in a knowledge deficit about this vulnerable patient
population. Some countries, such as France, offer a 2-year
training programme in adolescent medicine for healthcare
professionals [22]. There is currently only one short pro-
gramme offered on an ongoing basis in Switzerland, Eu-
TEACH (European training in effective adolescent care
and health) as a yearly 1-week summer school in Lau-
sanne, Switzerland [23]. Only one of the physicians and

the transition nurse included in our study reported having
attended this course. Education about transition is even
more limited. In the above-mentioned UK survey, three
out of four participants rated their training in transition as
minimal or nonexistent [20]. This lack of specific knowl-
edge of transitional care may be the reason why transfer
as the act of handing over the AYA to the adult healthcare
professional was confused with the term transition by
some healthcare professionals. However, lack of training
does not necessarily mean that the follow-up is less young
person-oriented, as most of the units have small teams with
close personal patient contact enabling them to know their
patients and their needs.

Colver and colleagues assessed the implementation of a
number of TC service features that are expected to im-
prove outcomes in an UK longitudinal cohort study of
AYAs with type 1 diabetes, cerebral palsy or autism spec-
trum disorders with an associated health problem [24, 25].
Overall 40% of the participants in Colver’s study reported
meeting with the adult team before transfer. By definition
this could have been a joint appointment or just meeting
with the adult clinician. In our study we specifically as-
sessed whether the centres offered joint consultations with
both the paediatric and adult rheumatologist participating;
15 of the 19 centres always offer joint consultations. Our
findings were similar to those of Colver et al. [24, 25] in re-
lation to the availability of a transition plan (70% and 60%,
respectively) and having a key worker / coordinator avail-
able in only few centres in both studies.

Although it is recommended that initiation of starts at early
adolescence (between 11 and 13 years of age), only two
centres reported starting in this age group, and two centres
had a larger age range of early adolescence to mid adoles-
cence (between 11 and 16 years of age). All other centres
started when the AYA was 14 years or older. A study by
McDonagh et al. [15], which evaluated a coordinated evi-
dence-based programme, showed the importance of initi-
ating the process in early adolescence. Twelve months af-
ter implementing the programme, the youngest group (age
11 years) showed greater improvements in arthritis-related
knowledge, increase in self-medicating and improved sat-
isfaction with rheumatology care [15].

The absence of a written policy in 80% of the participating
centres might lead to loss of consistency between individ-
ual TC pathways. This in turn might result in confusion for
the patients and their families and reduced quality indica-
tors (e.g., quality of life, patient satisfaction with care) for
a successful transition of AYAs. The results of our survey
are in accordance with the results of a European survey as-
sessing current clinical practice and resources in paediatric
rheumatology across Europe, with an only 20% prevalence
of having a written policy for TC [5]. The EULAR/PReS
only list recommendations; there is no template. The avail-
ability of a template that can be used to develop a transi-
tion policy and transfer document would be helpful to clin-
icians.

As is the case with many paediatric rare diseases in
Switzerland, the small patient number in some centres may
be a limiting factor for building up established structures
for TC. The small size of some clinics and pressure on the
limited resources is compounded by the fact that clinical
TC activities are not reimbursed in Switzerland, making it
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unrealistic for them to have the time to develop a tansition
policy.

In recent years, there has been increasing pressure to re-
duce the time for patient consultation appointments; this
has resulted in a lack of time for focused activities, includ-
ing preparing young people for their transition and con-
sequently, imposing a substantial barrier for state-of-the-
art TC in rare paediatric diseases. When we consider these
various aspects, it is not surprising that ambulatory hospi-
tal departments do not focus on establishing TC in most of
the Swiss centres. In this context, the heterogeneity of our
results also question the applicability of the EULAR/PReS
recommendations to Swiss rheumatology centres. Indeed,
Foster et al. [10] recognised differences between health-
care systems that result in the need for recommendations to
be reviewed for applicability in different settings.

Although the EULAR/PReS recommendations are widely
accepted, they are based on expert opinions and may not
be valid in every country. A group of 27 paediatric and
adult rheumatologists reviewed the EULAR/PReS recom-
mendations for their applicability in the Italian healthcare
setting [26]. Using Delphi methodology, they reached the
consensus threshold for only 4 of the 12 recommendations.
According to Ravelli and colleagues [26], the reasons for
the poor agreement with the EULAR/PReS recommenda-
tions are the paucity of Italian centres with both a pae-
diatric and an adult rheumatologist on site, disagreement
about the optimal age to start TC, different definitions for
the role of transition coordinator, diversity between paedi-
atric and adult assessments, and lack of financial and ad-
ministrative support. With the goal of implementation of
nation-wide TC practice for AYAs in Italy, the rheumatolo-
gists formulated 25 additional country-specific statements.
These statements mainly focused on a number of practi-
cal issues that need to be addressed. First of all, Ravel-
li and colleagues state they had to identify which centres
were willing to implement a TC practice and to improve
the knowledge and skills about TC of the healthcare pro-
fessional [26]. The results of this study highlight the im-
portance of evaluating the recommendations for country-
specific suitability.

The existence of a structured evaluation of the local tran-
sition programme was the least frequently reported recom-
mendation by centres in our study. The EULAR/PReS rec-
ommend that centres measure outcomes of the TC practice,
but they do not specify what the outcomes should be. We
identified two studies that used Delphi methodology to de-
termine which outcomes should be measured to evaluate
the success of transition programmes [27, 28]. In the study
of Suris and Akre [27], one indicator (patient not lost to
follow-up) was rated as essential by all 37 experts. Seven
indicators were rated as very important or essential by the
experts: attending scheduled visits in adult care, building a
trusting relationship with the adult provider, continuing at-
tention to self-management, the patient’s first visit in adult
care no later than 3–6 months after transfer, the number
of emergency room visits for regular care in the past year,
patient and family satisfaction with care, and maintaining/
improving standard for disease control evaluation. Ninety-
three experts identified 10 outcome indicators in the study
of Fair et al. (2016) [28], where quality of care was rated
as the most important outcome followed by self-manage-

ment of the condition, understanding of the characteristics
of the condition and complications, knowledge of medica-
tions, adherence to medications and/or treatment, attending
medical appointments, having a medical home, avoiding
unnecessary hospitalisations, understanding health insur-
ance, and having a social network. McDonagh [29] points
out that “existing outcome measures still fail to reflect all
aspects of TC: biological (disease), psychological, social
and educational/vocational.”

A main strength of this study is that all paediatric rheuma-
tology centres participated. There are a number of limita-
tions that need to be considered when interpreting the find-
ings of this study. One potential limitation of this study is
the data collection procedure. Because of the restrictions
concerning SARS-CoV-2 in March 2020 we were not able
to collect data by observation or to conduct face-to-face
interviews. Nevertheless, we were able to conduct all in-
terviews within 4 months. Although the clinicians partic-
ipating in this study were selected because of their fa-
miliarity with the centre, it is possible that the numbers
provided (e.g., number of patients currently in and number
transferred in the past 2 years) where over- or underesti-
mates. As data were not collected anonymously, there is a
possibility of social desirability bias. It is also likely that
the paediatric and adult clinicians were evaluating success
from their perspective and probably not the entire process.
We did not assess the years adult rheumatologist work in or
the number of AYAs still in transition in the adult site. Fi-
nally, the current process was only assessed from the per-
spective of the healthcare professional. A next step will be
the assessment of the AYAs and their parent’s perception of
the current practice, as well as collection of suggestions to
improve TC. Furthermore, patient-reported outcomes (e.g.,
quality of life, satisfaction with care) as well as disease re-
lated outcomes (e.g., disease activity) and their relation-
ship to the implementation of the recommendations will be
examined. The results of the studies examining these re-
lationships will determine the need for future intervention
studies to improve transitional care in Swiss rheumatology
centres.

Recently, the Swiss healthcare system has set a political fo-
cus on patients with rare diseases across all ages. In the fol-
lowing structured process, clinical specialists for rare dis-
eases may have the opportunity to formulate procedures
that improve quality of .
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Appendix 
  

Questionnaire: Current practice of transitional care for adolescents and young adults in Swiss 
paediatric and adult rheumatology centres 

 

 

 

 

 

 

Questions to be answered by 

- P: paediatric rheumatologist 
- A: adult rheumatologist 
- P/A: both 

 

1. Basic health care data  
 Question Answer Don’t 

know 
Comments 

 1. Basic paediatric health care data    

P a. Number of patients in paediatric rheumatology 
clinic (n) 

   

P b. Number of patients between 11 and 18 years (n)    

P c. Number of patients ≥ 18 years (n)    

P d. Does your institution belong to a Iº (doctor's 
office), IIº (regional hospital), IIIº (cantonal 
hospital) or university hospital? 

   

P e. How many FMH board-certified paediatric 
rheumatologists are working at your clinic? (n) 

   

 2. Basic adult health care data    

A a. Number of patients in consultation < 18 years (n)    

A b. Number of patients in consultation between 18 
and 25 years (n) 

   

Name:  ____________________________________ 

Institution: ____________________________________ 

Funktion: ____________________________________ 

Datum: ____________________________________ 



Swiss Med Wkly. 2021;151:w30046, Appendix  Page A-2 
 
Published under the copyright license “Attribution-NonCommercial-ShareAlike 4.0 International (CC BY-NC-SA 4.0)”.  
No commercial reuse without permission. See https://smw.ch/permissions. 

A c. Does your institution belong to a Iº (doctor's 
office), IIº (regional hospital), IIIº (cantonal 
hospital) or university hospital? 

   

A d. How many FMH board-certified rheumatologists 
are working at your clinic? (n) 

   

 3. Transition process data    

P a. Number of young adults currently in your 
transition process (n) 

   

P b. Number of young adults who completed transfer 
to adult healthcare service in 2018 & 2019 (n) 

   

P/A c. In your transition process, who schedules the 
first appointment in adult rheumatology care? 

- Please indicate percentages (e.g., if ALL 
appointments are scheduled by the 
patient, fill in the patient line “100%”) 

- the paediatric clinic 
- the patient 
- the transition coordinator 
- the adult rheumatologist  
- another person: 

   

  

A How many patients did present to the first scheduled 
appointment? (in % of all scheduled appointments) 

   

A How many patients did present to the second 
appointment after a first completed appointment?  (in % 
of all scheduled appointments) 

   

P/A Do you record the patients in a register? (yes/no) 

- if yes, please indicate the name(s) of the 
register(s) 

 

 

2. Organization of system of care 
 

 Question Yes No Don’t 
know 

Comment 

 1. Basic clinic characteristics 

P a. Is your consultation led by a paediatric rheumatologist? 
- - If yes: how many paediatric rheumatologists 

are working in your clinic? 

    

P b. How many years have you been working in transitional 
medicine? 

    

 c. Which of the following medical subdisciplines do you 
collaborate with on a regular basis?  
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P/A I. Ophthalmology     

P/A II. Dermatology     

P/A III. Nephrology     

P/A IV. ORL     

P/A V. Haematology     

P/A VI. Neurology     

P/A VII. Medical genetics     

P/A VIII. Further medical subspecialties:     

 d. Which of the following professionals do you work with 
on a regular basis? 

    

P/A I. Physiotherapy     

P/A II. Occupational therapist     

P/A III. Social care management / Social workers     

P/A IV. Further disciplines:     

 2. Knowledge and clinical skills     

 a. Qualification     

P/A I. Do you have a specific qualification in 
transitional care/adolescent health? 

o If yes: which qualification? 

    

 b. Concept     

P/A I. Is there a concept for transitional care in 
rheumatology in your clinic? 

    

P/A II. Is there a written policy for transitional care in 
rheumatology in your clinic? 

o If yes: could you make it available for us? 

    

 III. Which professionals are involved in transitional 
care? 

    

P/A i. doctors     

P/A ii. nurses     

P/A iii. physical therapists / occupational 
therapist 

    

P/A iv. psychologists/psychiatrists     

P/A v. social worker     
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P/A vi. family doctor     

P/A vii. other     

P/A IV. Is there a coordinator for transition?  
o If yes: which qualification? Employment (in %) 

for transitional care? 

   -  

 c. Hospital / practice resources     

P/A I. Is there a specialist for adolescent medicine at 
your hospital, or are you in regular contact with 
an external specialist for adolescent medicine? 

    

 3. Practice of transition in rheumatology     

P I. At what age do you start transition process 
usually? Please give an age or age range 
_______ years, or _____to _____ years 

    

P a. Is there a fix age to start transition process?     

 II. What factors influence the initiation of 
transition? (Scale: 1= not important; 2 = slightly 
important; 3 = fairly important; 4 = important; 5 
= very important) 

 

P i. chronological age    

P ii. disease activity    

P iii. adherence to medication and hospital 
appointments 

   

P iv. further criteria?    

P/A III. Do you have a transition checklist? 
- If yes: could you make it available for us? 

    

P IV. Do you discuss the concept of transition and its 
importance with parents and patients? 

- (Scale: 1= never; 2 =rarely; 3 =in about half of 
the patients; 4 = often; 5 = always) 

   

P V. Do you discuss with the patients and parents 
about milestones to reach in transition process? 

- (Scale: 1= never; 2 =rarely; 3 =in about half of 
the patients; 4 = often; 5 = always) 

   

P VI. Do you have a written transition plan? Is it 
available to patients, parents and providers? 

- (Scale: 1= never; 2 =rarely; 3 =in about half of 
the patients; 4 = often; 5 = always) 
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 4. Limitating factors in transitional care     

 I. What factors limit the implementation of a 
transitional care concept?  (Scale: 1= not 
important; 2 = slightly important; 3 = fairly 
important; 4 = important; 5 = very important) 

    

P/A i. lack of time     

P/A ii. shortage of staff     

P/A iii. funding     

P/A iv. rooms in the hospital / private practice     

P/A v. other - if present, please identify 
additional factors: 

    

 5. Participation and self-management     

P/A I. Who was involved in the development of the 
transitional concept (e.g. doctor, nurse, physical 
therapist, occupational therapist, 
psychologist/psychiatrist, social worker, family 
doctor)? 

    

P/A II. Were patients or their parents involved in the 
development of the transitional concept? 

    

 III. How do you support self-management skills?     

P/A i. Flyer     

P/A ii. Contact to professionals (e.g. nurse)     

P/A iii. Guidance to websites     

P/A iv. Contact to patient organizations 
- If yes, which ones? 

    

P/A v. workshops     

P/A vi. other - if yes, which ones?     

 6. Independence, parent-child interaction     

P I. Do you perform separate consultations?     

P i. Consultation with the young adult alone 
- if yes: from what age? 

    

P ii. Consultation with the parents alone 
- if yes: from what age? 

    

 II. What topics do you discuss/teach at the 
consultation? (Scale: 1= never; 2 =rarely; 3 = in 
about half of the patients; 4 = often; 5 = always) 
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P/A i. vocational expectations of the young 
adult 

    

P/A ii. effect of legal substances (nicotine, 
caffeine, alcohol) on disease/treatment 

    

P/A iii. effect of illegal substances on 
disease/treatment 

    

P/A iv. effect of the disease/treatment on 
sexuality, fertility and pregnancy 

    

P/A v. that the patient can accurately describe 
his disease in a few sentences 

    

P/A vi. that the patient can describe his 
medication and what they are used for 

    

P/A vii. that the patient is able to book his/her 
own appointments 

    

P/A III. How do you decide, when the transition is 
completed? (free text) 

    

A IV. How many [%] patients continue to come to 
consultations with their parents, although they 
are in adult rheumatology consultation? 

 

_____% 

  

 7. Transfer     

P/A I. At what age do you perform transfer?  
- Please give an age or age range 

__ years or __to__ years 

P/A II. As the rheumatology case leader, do you check 
if the other involved disciplines perform the 
transfer at the same moment? 

     (Scale: 1= never; 2 =rarely; 3 =in about half 

     of the patients; 4 = often; 5 = always) 

    

P/A III. Do you do a joint paediatric and adult 
consultation with the patient before the 
transfer? 

- (Scale: 1= never; 2 =rarely; 3 =in about half of 
the patients; 4 = often; 5 = always) 

    

P/A IV. Do you make sure that regular appointments 
with adult health care providers after transfer 
are fixed in anticipation? 

- (Scale: 1= never; 2 =rarely; 3 =in about half of 
the patients; 4 = often; 5 = always) 

    

P/A V. Is the adult family doctor (not the paediatrician) 
known at the moment of transfer?  

-        (Scale: 1= never; 2 =rarely; 3 =in about half    

-        of the patients; 4 = often; 5 = always) 
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P/A VI. Do you make it possible for the patients to see 
the same rheumatology doctor over time?  

- (Scale: 1= never; 2 =rarely; 3 =in about half of 
the patients; 4 = often; 5 = always) 

    

P/A VII. Do you define a contact person in case of 
emergency for the time around transfer? 

- (Scale: 1= never; 2 =rarely; 3 =in about half of 
the patients; 4 = often; 5 = always) 

    

P/A VIII. Is there a transfer report? 
(Scale: 1= never; 2 =rarely; 3 =in about half of 
the patients; 4 = often; 5 = always) 

    

P/A IX. What problems do you sometimes encounter 
with the transfer? (free text) 

    

P/A X. Do you evaluate your transition? 
- If yes, how? (free text) 

    

 

3. Funding 
  Yes No Don’t 

know 
Comment 

P/A I. Are all persons involved in 
transitional care reimbursed? 

- If yes, please indicate by whom they 
are funded: 

    

P/A i. hospital     

P/A ii. third-party funds     

P/A iii. own funds     

P/A iv. insurances     

P/A II. Are currently any projects planned in 
transitional care, which can’t get 
financed?  

    

P/A III. What services (employments, clinical 
services, …) should get (better) paid in 
future? (free text) 

    

 

 

-  
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4. Communication 
  Yes No Don’t 

know 
Comment 

 What communication channels do you use 
for contacting the AYAs families? 

    

P/A I. Phone call     

P/A II. Letter     

P/A III. Email     

P/A IV. SMS or WhatsApp     

P/A V. Own App     

P/A VI. Other:     

 

Self-Assessment: 

Scale: 1 = poor; 2 = fair; 3= good; 4 = very good; 5 = excellent 

How do you assess your… 1 2 3 4 5 Don’t 
know 

…performance regarding the transition in general?       

…support for self-management skills       

…communication with the patient       

…success in achieving…       

Independence taking medication       

Adherence to appointments       

Knowledge about disease       

 

 




