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ABSTRACT

Objectives It is known that transition, as a shift of care,
marks a vulnerable phase in the adolescents’ lives with an
increased risk for non-adherence and allograft failure. Still,
the transition process of adolescents and young adults
living with a kidney transplant in Germany is not well
defined. The present research aims to assess transition-
relevant structures for this group of young people. Special
attention is paid to the timing of the process.

Setting In an observational study, we visited 21
departments of paediatric nephrology in Germany.
Participants were doctors (n=19), nurses (n=14) and
psychosocial staff (n=16) who were responsible for
transition in the relevant centres. Structural elements were
surveyed using a short questionnaire. The experiential
viewpoint was collected by interviews which were
transcribedverbatim before thematic analysis was
performed.

Results This study highlights that professionals working
within paediatric nephrology in Germany are well aware of
the importance of successful transition. Key elements of
transitional care are well understood and mutually agreed
on. Nonetheless, implementation within daily routine
seems challenging, and the absence of written, structured
procedures may hamper successful transition.
Conclusions While professionals aim for an individual
timing of transfer based on medical, social, emotional

and structural aspects, rigid regulations on transfer age

as given by the relevant health authorities add on to the
challenge.

Trial registration number ISRCTN Registry no 22988897;
results (phase ) and pre-results (phase Il).

INTRODUCTION

Transition in medical care is a high-risk
period in adolescence and young adulthood.’
In 2014, a report from the Institute of Medi-
cine prioritised transition from paediatric to
adult healthcare as a key issue to improve the

Krisztina Rusai,?’ Lars Pape,’ Martin Kreuzer'
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Strengths and limitations of this study

» This study is the first nationwide report to explore
transition structures in Germany including all
departments of paediatric nephrology in the country
which offer dialysis and transplantation in the
paediatric population.

» Although working with subjective impressions,
we strengthened the credibility of this study by
interviewing individuals with different professional
backgrounds (medical doctors, nurses, psychosocial
staff) to gain multiple perspectives on the system
researched.

» Furthermore, we compared and contrasted
participants’ personal perceptions with data from
a survey which was conducted in the very same
departments.

» Still, as exploratory qualitative research, the
findings are limited to the population researched
(professionals working in paediatric nephrology in
Germany), and we cannot extrapolate our results
to other geographical regions. Further research is
needed to judge on the transferability of the results
into other settings.

» Another limitation is that due to the design of the
study, we could only focus on the perspectives of
professionals working in paediatric nephrology.
Insights from adult nephrologists as well as from the
patients’ themselves are lacking but will be explored
by our working group in due course.

health of young adults with chronic diseases.”
Annually, about 60 young people living with a
kidney transplant (KTx) have to transfer from
paediatric into adult care in Germany and
Austria.” The transition process can be consid-
ered successful if the adolescents concerned
are enabled to be as self-competent and
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independent as possible in all relevant matters of their
disease and care, while achieving satisfactory quality of
life.*

Yet, transfer also is a discontinuation of care and marks
a vulnerable phase in the adolescents’ lives with an
increased risk for non-adherence and allograft failure.”
Some studies report unexpected loss rates in kidney grafts
to be as high as 24%-42% within 8 years after transfer.””
Transplant failure, however, forces the young patient
back to dialysis which in turn reduces quality of life and
increases morbidity and mortality as well as healthcare
expenses.’

To date, the transition process of adolescents and
young adults with KTx is not well defined. Therefore, this
observational study aims to assess the transition-relevant
structures from the providers’ perspective, taking into
account both a statistical as well as an experiential view-
point. Special attention is paid to the question of timing
the transfer and reasons to delay it.

METHODS

As part of the TRANSNephro study, we evaluated the
existing structures relevant to transitioning young people
with a transplanted kidney living in Germany and Austria
from a paediatric perspective. The study has been regis-
tered at ISRCTN Registry (no 22988897), and ethics
approval was obtained from the relevant committees
at all study sites. The study protocol was published on
December 2014.”

Our research team visited all 21 centres of paedi-
atric nephrology where children and adolescents after
KTx are treated in Germany and one in Austria. Those
centres cover more than 99% of paediatric care in this
field. A questionnaire on patients and staff characteris-
tics as well as on aspects of transition was answered by a
member of the medical team in each centre.” Further-
more, we conducted face-to-face in-depth interviews with
paediatric nephrologists, nursing staff and members of
the psychosocial teams across all centres. Each centre
decided on its own which members of the team were
most competent to report on transition. Only those
professional groups that were involved in transition in
the relevant centres were represented by an interviewee.
In three centres, medical doctors could not participate
due to time constraints.

The interview guidelines were developed based on find-
ings from a systematic literature review' " as well as from
team discussions within our own department. Each inter-
view consisted of four parts:

1. the description of the actual procedure as perceived
by the relevant staff,

2. the identification of exemptions and distinctive
features,

3. reflections on strengths and difficulties of the work
protocol, and

4. future outlook on possible
recommendations on transition.

changes and

Participants were informed that the interviews aimed
to collect experiential viewpoints on transition after
paediatric kidney transplantation from various staff
perspectives.

All interviews were conducted, digitally audio recorded
and transcribed verbatim by the same psychologist (JP).
Additionally, contextual details were protocolled after
each interview. Transcripts were analysed using thematic
analysis. Coding was done independently by JP and MK
and then discussed in the working group and representa-
tives of the participating centres to enhance the analytical
process and derive the themes. Coding examples from
the interviews are available in online supplementary data.

Anonymised information regarding each patient’s
medical care and treatment course was registered for all
patients who were transferred out from the participating
paediatric nephrology centres in the years 2011 and 2012,
covering the last 12 months before transfer. Details on the
exact protocol and data were previously published by our
working group and include additional data from Austria.”
Austrian data were not included in this present analysis
because of differences in the healthcare systems between
Germany and Austria.

The questionnaire and interview guidelines as well as
the coding tree are available on request. See supplemen-
tary material for COREQ checklist.

RESULTS

Existing transition structures

In addition to the 21 questionnaires that we collected
from all participating departments, 49 interviews (paedi-
atric nephrologists 19, nurses 14 and members of the
psychosocial teams 16) were compiled for the analysis. On
average, interviews lasted 22min (10-80min). Interview
data of adult nephrologists will be analysed and published
separately because of the huge amount of data obtained.

Mostof the participating centres belong to the non-profit
organisation Kuratorium fir Dialyse und Nierentrans-
plantation (KfH) (15/21). All of those are associated with
university hospitals (11/15) or large community hospitals
(4/15). Five are units of independent university hospitals,
and the remaining one is a large regional hospital. The
median number of patients in long-term care after kidney
transplantation was 30 per centre (range 3-120). Within
the past years, the number of transferred patients aver-
aged four per centre and year (range 0—10) and amounted
to a total of 111 patients across Germany. Detailed charac-
teristics of this cohort have been published before.”

In the questionnaire, the reporting staff of 16/21 (76%)
centres claimed to apply a transition procedure which
was mutually agreed on even if it was unwritten. However,
the interviews with different members of staff revealed
that what was thought to be an internal agreement was
interpreted differently by team members. Furthermore,
procedures were not consequently applied in each
patient, leaving doubts regarding the claimed unwritten
agreements. Only three of 21 (14%) centres reported the
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use of checklists and standard operating procedures to
structure the transition process.

The commonly stated aim of the transition process was
to support children’s development with regard to self-
care and autonomy. To achieve this, the main elements
reported by all centres were as follows:

» to call in the patient for consultation on their own

and without their parents

to ask the patient about his/her drug schedule

to ask the patient about his/her blood results

to ask the patient about his/her blood pressure and

weight monitoring

P to ask the patient to search for a nephrologist when
transfer is approaching.

vvyy

To further assist the transition process, educational offers
were made. Of 21 centres, 17 (81%) encouraged their
patients to participate in a specialised training programme
for children with chronic kidney disease that is provided
by the KfH (‘Endlich Erwachsen’/finally grown-up)."*
Median number of participants was two per year—inde-
pendently of the centre’s total number of patients with
KTx. Transition-specific in-house courses were offered in
2/21 (10%) centres only. Nineteen of 21 (90%) centres
offered in-house training courses on selected topics or
patient camps, yet those not being transition specific.
None of the centres used tools to assess transition readi-
ness of the patients. Neither did any centre apply specific
transition tools, like patient or family questionnaires,
computer programs or web-based patient training and
information systems.

In the survey, doctors stated that the transition process
as the period of time used to deliberately prepare young
patients for transfer was initiated at age 14-16 in 9 (42%)
centres; another 9 (42%) commenced at age 16-18. Only
three (14%) centres reported to starting the transition
process in children younger than 14. Yet, a comparison
of interview data with the questionnaires revealed inco-
herence in 8/21 centres: data differed by 2 years, and in
practice, start of transition was at higher age than aimed
at. One centre stated to start the process of transition at
the early age of 12 years ‘if we remember’.

Staft covered different roles and functions within the
transition process. Nephrologists felt responsible for
the medical work-up and organisation of the transfer, as
well as for training the patient in relevant matters such
as medication and health literacy. Nurses coordinated
appointments and supported patients in their disease
management. Tasks of the psychosocial staff included
help with schooling and education, aspects of general
social work and crisis intervention.

When the time of transfer approached, patients and
their families were asked to search for an adult nephrol-
ogist and if necessary a transplant centre. In all centres,
the physicians made sure that blood results were up to
date and the annual follow-up was completed. They then
prepared a letter for the adult nephrologist with the
patient history and relevant details. Only 5/21 physicians

(24%) reported that they generally aimed for a telephone
contact with the future nephrologist before transferring
out the patient. One paediatrician and two psychologists
from three different centres regularly accompanied their
patients for their first appointment in adult clinics—
usually when transferred internally or within town.
Eight of 21 (38%) departments had experience with
‘shared care’, three of which only occasionally offered
it in individual cases of local or in-house transfer. The
period of shared care varied from effectively having only
one follow-up appointment after the first contact to the
adult nephrologist was made (two centres) up to 1year of
alternating appointments (two centres).

In all centres, an informal offer to contact the paedi-
atric unit in case of occurring questions was made to the
patient. A standardised medical follow-up history was not
carried out in any of the centres; neither was a sched-
uled consultation with the adult nephrologist. However,
3/21 physicians (14%) said that they were interested in a
follow-up and generally asked the adult nephrologists to
report back to them; yet, this was rarely done.

Transfer clinics with both adult and paediatric nephrol-
ogist attending did not take place, and the involvement
of specialist liaison nurses to ensure continuity of care
was wished for yet not established in any department. All
participants stated that due to shortage of staff, financial
constraints, administrative barriers and lack of time these
aspects could not be realised.

Timing the transfer

The age at transfer was subject to regulation in 16/21
centres (76%) and defined as age 18 years. In another
four departments, there was an administrative recom-
mendation to transfer at age 18 which was not binding.
Only one centre stated not to have any such regula-
tions. However, as most centres applied for individual
exemptions to extend paediatric care beyond age 18,
the average age at transfer in the retrospective cohort
was slightly higher (18.3 years; range 16.5-36.7). The
oldest patients to be transferred out suffered multiorgan
disease and complex disability. The relevant centre
reported that they were unable to find adult departments
able to care for patients with such complex conditions.
Half of the centres applied for exemptions on a regular
base. Extension of paediatric care was granted mainly
for 3-6 months. Four of 21 (19%) centres reported to
frequently apply successfully for 3 years of extension or
until education is completed. One centre stated that if
extension is granted, this was done up to the age of 25.
Reasons to apply for exemptions were both of medical
and psychosocial nature. Whether exemptions were
granted varied greatly depending on regional health-
care policies.

In the interviews, every participant challenged the
expected transfer age of 18 years. There was mutual
agreement that such regulation was counterproduc-
tive and impeded an individualised care and a transfer
was scheduled according to patients’ skills and needs.
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Asaprerequisite for transfer, doctors, nurses and psycho-
social staff wanted patients to be (a) securely enrolled
in professional training, (b) knowledgeable about their
disease, (c) competent in self-care, (d) emotionally resil-
ient and (e) with stable allograft function. As a worst-case
scenario, participants commonly described a situation
when a patient was undergoing several changes at the
same time, particularly if this involved changing both the
local paediatrician as well as the nephrologist simultane-
ously:

In aworst case, we are forced to transfer a patient at his
18th birthday. At the same time his local paediatrician
will transfer him as well. [After completion] of school
he will then have a job offer in another place and
will need to change doctors again. After completion
of his training, he will find a job at yet another
place... so, technically it will be all about transfer for
years. Yet, the patient needs some continuity, caring
hands which hold him tight while everything keeps
changing, and a place where he feels secure. This
is why we apply for extended paediatric care until
everything is settled

Looking closer at arguments to extend paediatric renal
care, reasons could be grouped into four categories: (1)
medical reasons, (2) social factors, (3) patient personality
and skills and (4) structural aspects.

Medical reasons

The first and foremost medical reason was allograft func-
tion. All participants stated that transfer is postponed if
there is creeping creatinine, new detection of donor-spe-
cific antibodies or acute rejection episodes. All centres
aimed for a stable kidney function within that last 6-12
months prior to transfer. In practice, serum creatinine
levels increased statistically significant over the final year
in paediatric care, as previously published by our work-
group.” In addition, 22/111 patients (20%) were actually
transferred with an increase of serum creatinine >20% as
compared with baseline at the final paediatric visitin 2011
and 2012. Centres reported that pressure from hospital
administration as well as from the local health authorities
forced them to act against their medical conviction.

Approaching dialysis in contrast did not conflict with
transfer; rather, it was regarded as a clear cut and a newly
starting treatment with a new team.

Some participants claimed that Orphan diseases or
complex syndromic conditions were a reason to postpone
transfer, particularly if there was no adult nephrologist
available who felt competent and confident in dealing
with such disease.

It was further complained that structures to support
patients with complex syndromic conditions after
transfer were lacking and that it was “a hopeless situation
which is causing headaches when you don’t know where
to transfer to because there is no such structure for the
multiple disabled patient. You simply don’t know where
to transfer to.”

Learning disability and developmental delay as reasons
to postpone transfer were viewed controversially. In
some departments, a significant developmental delay was
regarded as a good reason for continuing paediatric care
given that, by developmental status, these patients’ needs
were more child than adult like. Also, severe develop-
mental delay was the argument most commonly accepted
by health authorities to postpone transfer. Furthermore,
it was stated that, based on personal experience, adult
nephrologists would dislike accepting such patients
for treatment and prefer them to stay in paediatrics as
well. Other departments, however, would transfer such
patients subject to their social environment arguing that
prolonging paediatric care would not change patient’s
competence or mental abilities. Again, it was seen crit-
ical if multiple disabled young people had to transfer
out from different clinics such as nephrology+neurolo-
gy+metabolics at the same time changing the complete
set of medical teams at one point in time, namely, the
patients’ 18th birthday.

Social factors

Social reasons included aspects of family support, social
network, as well as school, training and work environment.
It was commonly agreed on that by the time of transfer,
schooling should be completed and job training well
settled at least. It was argued that the support provided
by social workers in the paediatric departments was
not available in adult units yet desperately needed with
regard to choosing and finding a job or training place-
ment. Furthermore, it was pointed out that many social
problems start after leaving school. Teachers and pupils
were described as considerate, knowing the young person
and the effects of the disease on the patients’ everyday
life. In contrast, it was commented that when entering
the labour market, pressure tended to rise and the work
environment was regarded as less accommodating to the
relevant needs, leading to social exclusion of the chron-
ically ill adolescent.

And again, there was concern about too many changes
at the same time since: “Job training brings in so many
changes and new information. It’s like flooding on the
adolescent patient and they have to master this all. Then
adding a transfer, this would be simply too much. I mean,
even healthy people fail with this.”

A key question appeared to be as follows: How much
support does a patient need in dealing with everyday
hassles and 1is the social environment sufficiently
supportive? Particularly, when critical life events accumu-
lated, for example, leaving school, moving out of home,
parental divorce and others, this was considered bad
timing for transfer.

Individual aspects

On an individual base, aspects to be considered
regarding readiness for transfer were autonomy and
self-responsibility, emotional stability and cognitive
maturity, disease-related knowledge and adherence. The
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underlying thought was that patients need to be able to
manage the disease and disease-related needs in order
to maintain health status and allograft function after
transfer.

Participants stressed the role of emotional stability as
a prerequisite to act selfresponsibly and maturely. This
included accepting the chronic disease as part of one’s
personal history and being. However, it was also perceived
that the emotional development of the chronically ill
patient was somewhat delayed, especially when patients
were well mothered and protected by parents. Yet, these
statements were solely based on personal impressions

of medical staff and psychologists. No centre confirmed
the use of standardised assessment to evaluate emotional
stability.

A lack of emotional stability was regarded a risk factor
for non-adherence and consequently a poorer outcome
which is why postponing transfer in such cases was seen
as vital. Still, one nurse commented that, unfortunately, it
frequently appeared to be those patients least self-respon-
sible and most at risk who urged for timely transfer. It was
assumed that this type of patients felt overprotected and
under control and wished to escape the close supervision
of paediatricians and nurses through entering adult care.

Table 1 IPNA consensus statement and its realisation in Germany

1. Transition to transfer Aimed for by Fully applied by
Delivery of necessary patient care information to the receiving adult service  21/21 21/21

2. Transfer from paediatric to adult nephrology should...
be individualised for each patient after s/he has completed a transition plan  21/21 1/21
depending on completion of physical growth and educational, social and
psychological attainment
be agreed on jointly by the patient and his/her family/carers in conjunction 21/21 5/21
with the paediatric and adult renal care teams
take place during a period without crises, especially if there is unstable social 21/21 21/21
support
take place after completing school education 21/21 17/21
take into account treatment plans by other subspecialties, with particular No data No data
reference to urological supervision
take place with due consideration of financial factors and not be done 21/21 21/21
abruptly without adequate preparation as a result of financial pressures
introduction to the concept of transition in early adolescence (12-14 years) 21/21 0/21
information about transition in a gradual manner appropriate to his/her 21/21 21/21
developmental stage and intellectual ability Unstructured process
identified lead clinicians (transition champions) in paediatric and adult units  21/21 0/21
to coordinate and educate on transition issues
a nominated key worker responsible for coordinating transition from both the 21/21 0/21
paediatric and adult renal service
a generic transition plan that then can be individualised for each patient 21/21 1/21
involvement of parents, other family members and even boyfriends/girlfriends 21/21 21/21
the opportunity of an informal visit to the nominated adult service before 21/21 21/21
transfer occurs
the opportunity to participate in group sessions with other young people who 21/21 21/21
are about to transition for peer-support experience

3. Transition or transfer clinic
with both adult and paediatric nephrologist in attendance 21/21 0/21
with specialist nurses for adult patients who liaise with specialist nurses from no data 0/21
the paediatric unit can ensure continuity of care
providing a comprehensive written and verbal summary of all the 21/21 0/21

multidisciplinary aspects of the young person’s care including medical,

nursing, dietary, social and educational information

offering a transition pathway to assert their autonomy and help provide the

relevant information about themselves

(summary available but
not as part of transition
clinic)

21/21 0/21
Not standardised

IPNA, International Pediatric Nephrology Association.
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In addition to those patientrelated factors, several
professionals pointed out that it was also the parents who
needed to learn to let go and leave paediatrics behind.
There was mutual agreement that, ideally, a consensus
should be reached with patient and parents about the
readiness to transfer.

Structural aspects

Although psychosocial reasons were considered essential
aspects to account for in the transition process, it varied
greatly whether these factors were regarded as valid argu-
ments by the health authorities who had to decide on
postponing transfer. Medical reasons in contrast were
generally accepted.

Simultaneously, it was pointed out that there was a lack
of professional psychosocial support for emotionally chal-
lenged patients outside paediatric nephrology. Across
Germany, participants stated that adult nephrology clinics
would not provide psychologists or psychotherapists. In
rare cases, social workers were said to be available to help
with legal aspects. This was confirmed in a survey among
adult nephrologists (unpublished data) as well as by the
KfH administration. Yet, waiting time for locally estab-
lished psychotherapists was experienced to mount up to
6-9 months for regular therapeutic appointments; this was
regarded unreasonable in the face of the patients’ histories.

It was also reported that sometimes transfer took place
irrespective of the patient’s situation but due to structural
requirements. Reasons for this were lacking staff and
equipment in relation to the total number of patients
as well as funding cuts. Participants across disciplines
stressed that, in times of financial restrictions, psychoso-
cial support and speaking medicine were the first to be cut
despite their utmost importance for the patients’ rehabil-
itation. In some cases, fatal consequences were reported:
“Cause transferring patients who are not yet ready will
lead to premature organ loss! I remember some patients
who we thought needed more support and training. But
extension was not granted. That didn’t go well at all! One
of them went to heaven.”

To summarise, we compared our findings with
the recommendations of the International Pediatric
Nephrology Association (IPNA) consensus statement
on transition and transfer.'” Table 1 shows if and to what
extent the suggested criteria were met by the participating
departments of the present research.

DISCUSSION

TRANSNephro is the first national research project on
transitional care in the paediatric KTx population. Having
all German paediatric transplant units involved in a single
study offers the unique chance to gain insights into the
existing structures and practice of transition across the
country. This study uses the advantage of interview data,
questionnaire and retrospective patient data comple-
menting one another—and sometimes put one another
into perspective.

A specific feature in Germany is that 16/21 depart-
ments belong to the non-profit organisation KfH and
provide renal replacement therapy for children in asso-
ciation with university hospitals and large community
hospitals. Although all participating institutions offer
highly specialised care, the transition situation is remark-
ably heterogeneous and differs significantly between
centres—even within the same organisation.

This study highlights that professionals working within
paediatric nephrology in Germany are well aware of the
importance of successful transition. Key elements of tran-
sitional care are well understood and mutually agreed on.
Nonetheless, implementation within daily routine seems
challenging, and the absence of written, structured proce-
dures may hamper successful transition. Rigid regulations
on transfer age as given by the relevant health authorities
add on to this challenge.

In 2011, the International Society of Nephrology (ISN)
and the IPNA published a consensus statement on tran-
sition."” Nineteen components were considered essential;
among others, these include the following: introduction
of the concept of transition at age 12-14, avoidance of
abrupt transfer, individualised transition, absence of crisis
at transfer, completed school education, key worker coor-
dinating transition (‘champion’), generic transition plan
and group sessions with other young people. The guid-
ance provided is not specific to transplant recipients but
is relevant for adolescents with all renal diseases. Other
publications deal specifically with transition of young
transplant recipients. 1o

Our interview data show that, as compared with these
recommendations, the concept of transition is intro-
duced quite late in the majority of German centres.
While trying to achieve a highly individualised transition
for every patient, this is bedevilled by a rigid age criterion
which does not account for patients’ needs and readi-
ness. In some units, dedicated key workers coordinating
transition (‘champions’) could be found, but this was
not broadly established. After all, 86% of centres offered
general in-house training courses, and the majority recom-
mended participating in ‘Endlich Erwachsen’ (finally
grown up) as a transition-specific programme.'* However,
most healthcare professionals complained in the inter-
views that “those adolescents, who need this most, usually
do not participate”. Surprisingly, most German centres do
not use a written transition plan to frame their action but
rely on their experience and instincts.

Existing instruments to facilitate transition, such as a
computer-based patient training and information system
for adolescents with KTx,"” are not used in daily practice.
Also, combined adolescent and young adult clinics to
provide specialised care in times of transition®’ are not
established in Germany. An integrated multidisciplinary
approach combined with peer support can optimise the
management of young adults with KTx.”' Yet, the present
administration and payment system does not account for
such options.

6
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Existing regulations on transfer age as defined by the
relevant administrative authorities are greatly disputed
among professionals. All participants agreed that age 18
years as compulsory transfer age is arbitrary and does not
account for the patients’ medical needs, social framework
or individual development including mental and biolog-
ical maturity. Instead, such rules distract from focusing on
a content-driven process, which is to prepare the young
patients and help them achieve competence in self-care."”
The best available evidence suggests that patients with
KTx transferred to adult care when older than 21 years
have outcomes superior to those transferred at a younger
age.”” Remarkably, adolescence is not the time with the
highest rate of KTx failure—it is the time shortly after
(age 19-23 years).” Any regulation on transferring at age
18 years thus is neglecting the high-risk time of emerging
adulthood.

It can be agreed on that there is no just ‘one right
time’ for transition; rather, a flexible, individualised
approach is needed to account for the patients’ readi-
ness. Social transitions such as leaving school and starting
employment may be valuable surrogate parameters.
Nevertheless, simply adjusting the regulations to allow
for a higher transfer age is not effective either; rather, a
thorough preparation of the adolescents is essential. The
key question ought not to be ‘how old is the patient?” but
‘how well-prepared and equipped is the patient to move
on into adult care?’

Assessing transition readiness is widely seen as an
important component in optimising transition outcomes
by identifying transition barriers, planning treatment
individually and monitoring progress over time.” ** The
ISN/IPNA consensus statement on transition'’ provides
the “TR ANSITION Scale’ as an easily applicable tool
to asses and monitor progress in achieving the goals of
transition. The ability of the adolescent or young adult
to provide own self-management and autonomy from
parental care is assessed based on 10 components. Further
tools to assess transition readiness have been developed
and tested.” *%

Despite its importance and the availability of numerous
tools and checklists, transition readiness is not routinely
assessed in Germany. This is a problem, which is neither
country specific™® nor disease specific. For example,
a review of a large number of cystic fibrosis transition
programmes (TPs) in the USA found the use of a list of
desirable patient skills in less than 10%.”

The significant effectiveness of a multilevel TP on
reduction of post-transfer episodes with acute rejec-
tion and transplant loss was recently demonstrated for
German-speaking Switzerland.® In addition, it is the first
study showing the effect of a TP on estimated glomer-
ular filtration rate 3years after transfer. The Zurich
TP starts at age 14 and includes a special adherence
clinic, inclusion of the patient’s school class, workshops
for patients, parents and teachers, and a holiday camp.
In contrast, a recent survey in paediatric nephrology
centres of Japan revealed that only 4% had a TP at all

and that 52% of patients were still followed up by paedi-
atric renal services.

We conclude that, in German paediatric kidney trans-
plant centres, awareness of transition issues exists, but
its clinical implementation needs to be optimised. Struc-
tured TPs are rarely applied, and many readily available
tools are not widely used.

The prospective, randomised interventional part of the
TRANSNephro trial that is actually recruiting patients in
all German centres for paediatric kidney transplantation
is a unique chance to implement an improved transition
routine. Obviously, the results of this trial have to be
awaited before drawing final conclusions.

As a qualitative research project, the findings presented
in this paper are based on the individual experiences of
participating professionals and obviously influenced by
personal opinions. As such, it serves as a base to explore
the experiential aspects of transition and help generating
more specific questions for further research.

To strengthen the credibility of this study, we inter-
viewed several individuals with different professional
backgrounds from the same department allowing us to
gain multiple perspectives on the same setting.

Still, our report is limited to the perspective of medical
doctors, nurses and psychosocial staff working in paedi-
atric nephrology. We have not yet included the insights
of adult nephrologists and the patients themselves.
Additional research including those groups is needed to
enhance our understanding of the present situation.

Given that we analysed a specific setting, that is, tran-
sition of young people with kidney transplantation in
Germany, our findings are limited to this scene, and we
cannot extrapolate our results to other geographical
regions, healthcare settings or patient groups.

Having realised the gap between awareness of tran-
sition-related issues on the one hand and problems
implementing structured care on the other hand, we
need to identify barriers which keep professionals from
establishing structured programmes and applying already
available transition aids. The insight of this research will
thus be used to design more detailed projects aiming
to understand the multiple challenges of transition and
ultimately help improving care.
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