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Abstract

Background

Excellent survival rates in paediatric liver transplantation have resulted in increasing numbers
of young people transferring from paediatric to adult care. Understanding the mechanisms of
successful transition is imperative for ensuring good long-term outcomes and developing
services for young people.

Methods

Semi-structured interviews were conducted with seventeen young people (10 female; age
range: 15.2-25.1 years). Eight were within one year of transferring to adult services; nine had
transferred. Interviews were analysed using Interpretative Phenomenological Analysis.
Results

Analysis revealed two major themes in both pre and post-transfer groups: “Relationships with
healthcare professionals” and “Continuity of care”. Young people experienced difficulty
ending relationships with paediatric clinicians and forming new relationships with adult
clinicians. They expressed frustrations over a perceived lack of continuity of care after
transfer and a fear of the unknown nature of adult services. The importance of a holistic
approach to care was emphasised.

Conclusions

Interventions are needed to support young people in transition, particularly in ending
relationships in paediatric care and forming new relationships in adult care. Young people

need help to develop strategies to cope with the different approaches in adult services.



Interventions to provide clinicians with skills to communicate and engage with young people

are imperative.



Introduction

More than 90% of young people with a special health care need survive into adulthood (1)
resulting in increasing emphasis on the importance of transitional care. Transition emphasises
a multi-faceted process, whereby the medical, educational, vocational and psychosocial needs
of the patient are incorporated into a purposeful, planned programme.(2) The goal of
transition is to provide young people with an individually tailored, developmentally

appropriate and efficiently co-ordinated programme.

Transition is a potentially risky time due to the complex medical and psychosocial issues faced
by young people. A number of national and international policy documents advocate the
importance of addressing and incorporating wider needs into the transition process for young
people, in addition to providing optimal healthcare(3-5). With the requirement for transition
programmes established, there is now emphasis on how these programmes are deemed to be
effective. The importance of co-ordinated and evidence based programmes has been
highlighted (6-8) with suggestions for improving processes including joint transition clinics to
promote continuity of care (9) and beginning preparation at an early stage to optimise the
opportunity to develop independence.(6, 10) Furthermore, dedicated clinics and knowledge
and skills training for young people have been identified as integral components to successful
transition programmes with potential of transition co-ordinators and enhanced follow-up

being proposed by the same authors.(8)

There are, however, many issues that hinder successful transition which need to be
understood. Common barriers to transition include lack of preparation, the potential negative

effect of losing existing relationships with paediatric clinicians, negative impressions of adult



services by patients and parents (11) and little consideration of individual transition readiness
and developmental status.(12, 13) Further barriers include a lack of communication between
paediatric and adult care providers (14) and the potential difficulty caused by the differences

in approaches adopted by paediatric and adult services.(15)

Although the success of paediatric liver transplantation (LTx) (16) has supported the
development of transitional services for young people, research has focused primarily on
medical outcomes rather than patient experience. In a recent survey of attitudes to
transition, young people with a LTx reported moderate concern about transition, particularly
about leaving paediatric providers, and demonstrated poor knowledge about the process.(17)
Furthermore, adherence to medication regimens significantly decreases after transfer (18)
and there is an increased incidence of graft loss in this age range . (19, 20) It is therefore
crucial that transition services are developed which address potential barriers and improve
long-term health outcomes. Research suggests that an understanding of patient needs and
perspectives is vital to be able to do this, (21, 22) and qualitative rather than quantitative
methods have been identified as particularly suitable for eliciting patient experiences.
However, there is little qualitative research involving young people with a solid organ
transplant, and in particular little which explores the views and experiences of young people
with a LTx of transition. Only one qualitative study involving LTx recipients (n=3) as part of a
larger group of solid organ recipients was found (23) and whilst a number of broad themes
related to transition were identified in the thematic analysis, the authors acknowledged the
limitation of not including any patients who had transferred to adult services. Furthermore,
the study design and sample size precluded the authors from looking at the perceptions of

specific groups of organ recipients. Barriers and facilitators to successful transition are



therefore difficult to identify for liver tx recipients from existing evidence and are speculative

at best.

The current study aimed to explore the views and perceptions of young people with a LTx
who were about to, or who had already, transferred to adult care to understand their

experience of transition and to elicit what they believe constitutes “good” transition.

Materials and methods

Sampling and participants

Patients were eligible for inclusion if they had undergone a LTx and were either in the process
of transition, or had been transferred to adult care within the last five years. Seventeen
young people with a mean age of 20 + 3.1 years (15.2-25.1 years) were recruited for interview
representing a largely homogenous, purposive sample. Participants had undergone paediatric
liver transplantation a mean of 10.3 + 6.0 years (1.2-20.3 years) prior to interviews taking
place, were in mid — late adolescence or early adulthood, had stable medical conditions and
were being followed up as outpatients in a specialist liver unit in the UK. Further demographic

information can be found in Table 1.

Design and setting

A gqualitative semi-structured interview design was used to explore and obtain in-depth
insight into specific experiences with regard to transition and paediatric LTx. (24) Interviews
were conducted by the first author when young people attended a LTx clinic for routine clinic
appointments at one of four acute settings in the United Kingdom. All four liver units have a

national liver transplantation programme, which involves education and preparation prior to



transfer and being seen by an adult clinician with a special interest in young people once in
the adult centre. Whether or not patients were seen in a joint paediatric/adult clinic varied,
even within the same programme. In both paediatric centres young people were encouraged
to see the clinician without their parents for at least part of their appointment although the
degree to which this happened depended on the individual young person. In general,
patients were only transitioned from paediatric to adult services when they were clinically
stable and had completed secondary education. Interviews took place in a private

consultation room independent of caregivers and one interview took place via the telephone.

Procedure

Participants were invited for interview by a member of the clinical team and were telephoned
by the researcher to establish a suitable time and place for the interview to take place. All
participants were provided with an information sheet and gave informed consent prior to

taking part.

Interviews began with a brief introduction to the purpose of the study and participants were
given the opportunity to ask questions if they wished. Questions to participants focused on
transition, including their own experiences of transition, the transfer event itself (if
applicable) and what comprises successful (or unsuccessful) transition from their perspective.
During this time the interviewer adopted a minimalist passive approach to encourage a
narrative response. An interview schedule was used to guide question topics. Due to the
exploratory nature of the study, interviews were flexible and guided by the interviewee with
the interview schedule highlighting areas of interest rather than being used prescriptively.

Interviews lasted approximately 45 minutes.



Ethical approval was obtained from an NHS Research Ethics Committee.

Data analysis

Interviews were analysed using Interpretative Phenomenological Analysis (IPA),(25) a
gualitative approach which combines idiographic and phenomenological components and
which has been widely used in studies of chronic illness experience, including experiences of
transition (26). IPA focuses on the lived experience of the participant and endeavours to
make sense of the meanings of experiences. Analysis followed the four-step process outlined
by Smith and Osborn.(27) After interviews were transcribed verbatim, each transcript was
read and re-read by the first and second authors to facilitate familiarisation with interview
content. Notes were made by the researchers of anything of significance. Transcripts were
then coded individually using initial notes for guidance. Themes in the data were identified
and those that were meaningfully associated were collated resulting in a list of superordinate
and subordinate themes with the whole process of emergent themes and checking back with
the transcript developing cyclically. The authors met regularly to discuss themes, and a final
consolidated list was produced. In order to maintain congruence with the IPA approach of
homogeneity, transcripts from the pre-and post-transfer subgroups were analysed separately
and the findings subsequently triangulated. Qualitative analysis software was used

throughout to support the analytical process (NVivo version 9.2).

Results
Analysis of the interviews highlighted two themes: ‘relationships with healthcare

professionals’ and ‘continuity of care’, both of which were discussed in the context of



transfer. Although the interviews were framed in terms of the transition process, all of the
young people focused on the actual event of transfer, either in terms of their anticipation of it
or their experiences of it. Themes have been broken down into smaller sub-themes to

provide a closer examination of the data.

Relationships with healthcare professionals

There was a consistent theme of the importance held by young people of their relationships
with healthcare professionals. The nature and implications of these relationships varied
depending on the context but all of the young people discussed them. The new and
undeveloped relationships with clinicians in adult services were sometimes seen as
contributing to a negative experience, which young people contrasted with their positive

relationships with paediatric clinicians which had often been developed over many years.

“They don’t know me”

The theme of not being known by the adult team was described by young people both before
and after transplant. Those who had already transferred discussed feeling unknown by adult
clinicians in contrast to their feelings about paediatric clinicians where they had been known
to the service for a significant amount of time and therefore relationships were well

established.

“It’s nothing like the kids. I’'ve just seen the doctor, | haven’t got a clue who she is, she
doesn’t know me, she’s never met me. She’s sorting me out but it’s not the same

when you see the doctors that you know all the time.” [Participant 28 — post-transfer]



Feelings of being unknown went beyond the healthcare professional’s knowledge of the
patients’ medical condition, medications and previous procedures as many young people
commented that this information was readily available to clinicians during consultations via
their patient notes. Despite clinicians having medical knowledge of their patients, for the
young people this knowledge did not constitute “being known” in a holistic sense and it was
the personal connection and relationship they felt was missing and provided a barrier to

communication.

“The doctors | suppose, they don’t really know you as well either so it’d be a bit
harder | suppose to, like talk to them as confidently | guess. Because they won’t know
much about you other than they’ll obviously know what they’ve got in the file.”

[Participant 18 — pre-transfer]

Young people discussed their anxiety about being unknown before they transferred to adult
services and how important those existing bonds and relationships were to them. The
following quote from a young person who had transferred reflects the anxieties they had
while still in the paediatric clinic and the importance to them of being seen by someone who

“really knows” them.

“Well are these adult doctors gonna know me? Y’know are they gonna know me? And
| know they’ve got it in the notes...And | feel, y’know I found I’'m saying to [paediatric
doctor], you’re the only one that knows me...and | want to stick to someone who

knows me.” [Participant 15 — post-transfer]

Young people discussed the importance of the clinicians taking an active role in rapport
building. This was felt to be an important part of being known and impacted upon young

people’s attitudes towards adult services.

10



“You have to form a relationship with me or — if | don’t feel like you’ve took the time
to form that relationship with me...I’ll sit there and probably like, listen to you, but I'm
not gonna take it in........ [Paediatric doctor] used to be cool and that, and just used to
talk to me like normal and that like, asking me about normal things and stuff, what
do I do, y'know, take time out and that. And | noticed them things.” [Participant 11 —

post-transfer]

“It was sad to go”

Young people talked extensively about their relationships with paediatric clinicians. This
relationship was described positively and, for many of them, had been a substantial and

significant relationship in their lives for many years. Young people found the idea of “ending’

this relationship painful and emotional:

“I have good memories. And | have good memories of the staff, | have good memories
of the patients, | have good memories of the doctors, | have good memories of the
surgeons, the transplant--1 have good memories but | also have a lot of bad
memories. But it was, it was sad to go. To explain it all, one way, [it] was sad to go |

think. | felt, it was sad to go.” [Participant 15 — post-transfer]

This young person had transferred to adult services but was reflecting upon his “good”
memories of paediatrics, even in the face of medically challenging circumstances, such as
transplantation and multiple surgical procedures. It took him a while to come to the
conclusion that he felt sad about leaving paediatric services, indicating the complex range of

emotions involved in this process. Feeling sad about moving to adult services might be a

11



difficult emotion to accept in light of the potentially positive connotations i.e. being well

enough to be transferred, which in itself is a triumph.

Substantial components of young people’s positive relationships with paediatric services were
comfort and understanding. This idea that patients receive feelings of emotional support and
reassurance provides a context for why some young people can find this change a difficult

time.

“I feel like comfortable with these people I’'m with now. And | feel like if | had any

problems or anything then they’d always listen to it.”[Participant 6 — pre-transfer]

Related to feelings about leaving paediatric services, some young people described how they
had coped with the transfer. One young person talked about how they drew on their
experiences of coping with other stressful situations to help them face the challenges of

moving to adult services.

“You can worry about it all you want but it's gonna happen at the end of the day so you
might as well just get on with it. And I've had to do that with most things in my life, like I've
been through a lot including my liver transplant so, it's sort of, made me have a very blasé
look at everything. Like, oh well it's just gotta happen sort of thing, that's what I've gotta do.”

[Participant 10 — post-transfer]

Continuity of care

Continuity of care was highlighted by all participants, whether with reference to how they felt

transfer might affect their continuity of care when it occurred or from participants who had
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already transferred and were reflecting on their experiences. This theme is separated into the

following subthemes: “fear of the unknown” and “it’s like meet and greet again.”

“Fear of the unknown”

Young people discussed a fear of the unknown in relation to feelings about adult services
prior to transfer. Participants were anxious about the impending transfer and anxiety was

derived from a feeling of not knowing what adult services would be like.

“It’s probably just because I’'m used to it | suppose. And people are just friendlier and |
know that they’re friendly here and everything’s very relaxed. | just don’t know
exactly what’s going on at the adult one. Probably just fear of the unknown |

suppose.” [Participant 3 — pre-transfer]

Another young person reiterated uncertainty about life in adult services but in contrast to
participant 3, participant 25 had already transferred to adult services and was reflecting on

her experience of arriving at the hospital for her first appointment in adult care.

“At the children's | knew what was gonna be happening, it was a routine that | was
doing, | knew what would be happening every day. Not like with this one. | didn't

know what was gonna be going on.” [Participant 25 — post-transfer]

Some young people gave examples of how this “fear of the unknown” might be avoided with
hindsight of having gone through this process. This involved having the opportunity to meet
adult clinicians prior to transfer to remove the unknown element of transition and to keep a

link contact with someone in paediatrics during transition.
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“I met [transition nurse] while | was still at the children’s and she explained who she
was and y'know what she did and stuff. Then they were here when | had my first
appointment, and [paediatric clinician] was here as well so it wasn't just, here's new
people, talk to them now, y'know there was some, continuity of care.”[Participant 16-

post-transfer]

Participants who had not yet transferred also identified the potential benefits of

maintaining a link with paediatric services.

“In fact | had a meeting with [nurse] and they kind of told me, | think what was
really nice actually was that they gave me their contact details so that if | ever had
any issues with it [adult services] | could talk directly to them and | do feel like

when | get there I'll be fine”. [Participant 2 — pre-transfer]

The benefits of meeting adult clinicians were also discussed by participants pre-transfer

in terms of facilitating some familiarity on arrival in the adult service.

“It’d be nice to meet, like, the doctors before | started coming then I’ll know who it
was and I’d already know who | was going to be talking to”. [Participant 6 — pre-

transfer]

“It’s like meet and greet again”

Young people who had transferred discussed their frustrations at seeing different clinicians at
each outpatient appointment and the repetition which framed each appointment when asked
for their medical history at the start of a consultation. They did not perceive this process to be

a mechanism of assessing self-management or gaining an understanding of their knowledge
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of their own condition. Rather, they perceived this as confirmation that the clinician did not

know them which seemed to then hinder the process of the consultation.

“If 'm coming in every week and every time it’s a different person, it’s like meet and
greet again. What are your illnesses? How did it start off? Every time | go in there

they make me start from scratch.” [Participant 11 — post-transfer]

Participants did not see the benefit in repeating this information and as a result tended to
disengage. In contrast, one young person talked about her positive experience of seeing a
clinician she had previously met and how this continuity of care impacted upon their

subsequent relationship.

“The past couple of times I’'ve been, I've seen the same doctor each time and he
remembers so he’ll like flick through his notes and then it obviously refresh[es] his
memory and it’s a lot easier to talk to him then. They can coordinate with you a bit
better whereas somebody that’s never met you, there’s hundreds of patients. It’s a lot
nicer for you because you don’t really like talking to people you don’t know.”

[Participant 28 — post-transfer]

At the end of the interview young people who had transferred were specifically asked what
would have helped them during the transfer to the adult service and the main focus was on
reducing uncertainty and increasing familiarity by meeting staff and visiting the adult centre,
as mentioned above. One challenge that was identified was that young people who are only
being seen annually “forget” that they are transferring and it can be more difficult for them to
have sufficient opportunity to become familiar with adult services before they move. The

potential value of meeting other patients was also mentioned.

15



“| know it sounds a bit full on but y'know, like meeting some of the patients before |
actually went to (adult centre) and then some of the nurses and things like that would've been

good .” [Participant 24 — post-transfer]

Others emphasised the importance of parents being able to be present during their clinic

visits despite being in adult services.

“Someone like Mum or Dad ...being with me and telling me what's going to happen,
like, most of the time whenever we go in to see a doctor | don't talk much because | don’t’
understand, ‘cause | find it difficult, it's complicated. So Mum and Dad, if they speak to the
doctor......they usually tell me what, y'know what's happened, y'know, or if | want to know
what's happening, I'll ask them, but most of the time, and it's not that I'm not interested, | am,
but sometimes it's just, | don't y'know, listen that much because | find it very hard to take in.”

[Participant 25 — post-transfer]

This young person reported feeling “nervous” before talking to adult clinicians and not always
understanding what was said to her, which she contrasted with communication in paediatric

services where she felt explanations were better for her.

Similar anxieties about parents being able to be present in an adult clinic were also expressed

by participants pre-transfer.

“I’m a bit worried about going to the adult clinic. I’'m not that confident with myself
and, like, I always trust that my mum and dad are there with me so they [adult clinic]
are like differed that they [mum and dad] are not always going to be there with me”.

[Participant 3 — pre-transfer]

16



Whilst the qualitative nature of this study precluded evaluation of the impact of demographic
or medical factors such as gender or time since transplant on young people’s transition
experience, some of the participants who were older at the time of their transplant did
suggest that the transfer to adult services was easier for them than for those who had been
transplanted as young children. The young person in the following quote was transplanted
shortly before transferring to the adult centre after a relatively short period of illness and so
had not developed the same degree of rapport with the paediatric team as those
transplanted at a younger age. She also identified that the team had treated her in a more

adult way from the time of her transplant.

“I suppose it's just because, especially if you've had a long standing condition, like, if
you've been at the children's hospital, then you get used to being treated a certain way. And
then when you move to adult services, they're not paediatric doctors, and they're not
paediatric nurses so they don't, act in the same way that you're used to. | mean, because |
was sixteen when | was diagnosed, | was quite mature, anyway, y'know. They didn't talk to
me like, they did, like the little kids because, that would've been.....patronising.” [Participant

16 — post-transfer]

A number of young people found it hard to identify what they thought did or would make
their transition better, but several “negotiated” a longer stay in children’s services, despite
being told that they would be transferring at their next appointment, which then helped them

feel more in control of the transfer to adult services.

“I managed to swindle an extra two years there and then they said, y'know you

definitely have to go this time so | was like, alright OK then........ keeping me an extra

17



two years was like, really like wow they really think a lot of me, ‘cause they didn't do

that with anyone else.” [Participant 10 — post-transfer]

Young people who had not yet transferred also found it difficult to articulate what
preparation they had received for moving to adult services. They were unclear about
whether they had received written information but did talk about ‘chats’ they had had with
nurses in particular, and also about a ‘day’ when young people who were due to move to
adult services got together. The following quote from a young person in response to being
asked what they had been told about transitioning to adult services characterises responses

of participants pre-transfer.

Va4

“They’ve just like said “you’ll be fine”, “it’s just gonna be like normal and they’ll talk to

you” and | don’t know, just like........ I don’t know”. [Participant 19- pre-transfer]

Discussion

The purpose of this study was to understand the experiences of transition from the
perspective of young people with a LTx in the light of disappointing outcomes documented in
the LTx literature following transfer to adult care(18-20) . In contrast to most of the research
on transition in LTx, this study adopted a qualitative research methodology which has been
identified as an important next step for patient-centred research in transplantation.(28)
Whilst a recent study aimed to determine young peoples’ perspectives about the transition
process (17) its quantitative methodology did not enable patients’ perspectives to be
explored to the same extent as in the current study. Using qualitative methodology allowed
for an in-depth and unique insight into the direct experience of transition for young people

with a LTx, with the methodology providing young people with the freedom to openly share
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their experiences without the confines of a questionnaire or survey structure. This in turn
allowed for the revelation of potentially new insights which were particularly pertinent to the
young people. Participants revealed compelling narratives which depicted both elements of
successful transition experiences and components of transition that did not work for them.
We included young people who had not yet transferred as well as those who had transferred
and the many similarities between the two groups in terms of what they thought would
happen (pre) and what did happen (post) in terms of relationships and interactions with
professionals was noteworthy. Whilst the issues and experiences relate specifically to
paediatric LTx recipients, the findings may be applicable to other transplant populations or
those with other long-term conditions. Although transition services vary in their approach,
they share a common goal — namely successful transition experiences for young people

transferring from paediatric to adult services.

Feelings of anxiety and loss over the termination of relationships once transferred to adult
care reflect those reported in the literature, where young people reported feeling
“abandoned” and, for those with strong relationships, this loss was particularly difficult.(23,
29, 30) The importance of relationships with paediatric clinicians identified in the current
study corroborates previous findings (10, 11, 31) and highlights how these relationships are
an integral part of the LTx journey. Termination of these often lifelong relationships can be
traumatic for young people and little attention is paid to appropriately managing the end of
these relationships. A failure to promote closure of paediatric relationships prior to transfer
results in a failure to equip young people to move on and form new and positive relationships
with future adult care providers.(30, 32) Consideration of the anthropological concept of

liminality is useful in this regard ie young people transferring to adult care are on the
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threshold of a new social position and rituals such as orientation visits and farewells are
important in that they bring meaning to such change. (32) In this latter study the concept
was explored in young people with cystic fibrosis transferring to adult services, where the
authors identified that the absence of certain ‘rites of passage’ such as a recognised send-off
from paediatrics might hinder a young person’s progression towards becoming an adult
patient. (32) Similarly, closure of paediatric relationships may be another rite of passage that

would help to facilitate the move from paediatric to adult health care.

The theme of feeling unknown in adult care supports previous findings regarding the value of
positive relationships between young people and clinicians. Young people in the current
study described the importance of being known as a person rather than purely in terms of
their liver transplant and treatment. Earning trust has been highlighted as essential when
forming relationships with young people in a healthcare setting, with one particular study
reporting duration of patient-physician relationships as a predictor of trust and that young
people feel at least four to five visits are required in order for trust to be built.(33) Clinician
attitude and communication are two key aspects of youth friendly healthcare identified in a
recent systematic review.(34) Further research into key provider characteristics highlights the
importance of clinician trustworthiness, earned through honesty and openness, mutual
respect and having an approachable persona which is attuned to the needs of young
people.(33, 35) Furthermore, the patient-centred nature of the adult provider has been
reported to be a determinant of a positive transfer experience (36) and such provider
characteristics to be a significant determinant of adolescent satisfaction with transitional

care.(37, 38) Young people have previously identified that provider characteristics are more
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important than process issues or the physical environment in determining their satisfaction

with a transitional care programme. (37)

In keeping with findings from other transition studies, a lack of continuity of care was
highlighted by patients and viewed as a key factor to the success of transition.(39, 40) Of
particular interest to the findings of this study is the work by Allen and colleagues (40) who
found that an on-going therapeutic relationship between patients and healthcare
professionals (relational continuity) and uninterrupted relationships with healthcare
professionals (longitudinal continuity) were essential for smooth transitions, both of which
were highlighted by young people in the current study. Seeing different care providers at
each clinic visit (adult model) emphasises the absence of a substantial relationship with one
clinician (paediatric model) and may obstruct the formation of future working relationships.
With the social, psychological and biological changes that accompany adolescence, (41) a
known increase in risk-taking behaviours in this age group (42, 43) and psychosocial issues for
young people with special healthcare needs (44, 45) it is vital that trusting relationships are
developed with adult clinicians to facilitate appropriate developmental care. The realities of
adult service provision mean that seeing multiple clinicians is potentially unavoidable due to
larger multi-disciplinary teams and patient numbers and this needs to be addressed by

providing young people with the strategies to support rapport building with new clinicians.

Limitations and implications for future study
As data were collected when young people attended routine clinic appointments, the
experiences of those who were lost to follow-up or did not attend clinic were not

represented. It would have been useful to have gained the perspectives of such young people
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who do not engage with health services as this would have provided further insight into the
barriers to successful transition. Such insights have been gained in patients who regularly did
not attend a young adult’s diabetes clinic revealing barriers to attendance including: inflexible
hours, dislike of bureaucratic procedures and the anticipation of negative reactions from
health professional.(46) Finally, although the aim of the study had been to look at the
process of transition from the perspective of young people prior to or after transfer to adult
services, in practice young people focused on the event of transfer itself. They found it
difficult to describe any preparation they had had in terms of knowledge and skills and,
despite the fact that all participants were seen in centres with existing transition
programmes, their awareness of the process of transition appeared to be minimal. This
suggests that transition is a professional concept and that there may be a need for both

clinicians and researchers to reframe the process in the context of growing up.

The findings of this study support the development of interventions to support young people
in transition, particularly in preparing them to manage the end of their relationships in
paediatric services and in building capacity to form new relationships in adult care, thus
helping them cope with the perception of a lack of continuity of care with clinicians.
Enhanced follow-up in the period immediately following transfer to adult care has shown
potential benefit in helping to establish relationships.(8, 47) Likewise consensus of
management guidelines between paediatric and adult care providers is important to avoid
inconsistencies which can in turn impact on how the young person trusts their new adult
team. Further consideration of this strategy of transition management is required by

paediatric and adult teams. Meeting and being supported by other patients during the
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period of transition and transfer was also identified by participants in our study as valuable,

confirming other findings of the benefit of peer support during transition.(48)

In line with recommendations from previous studies in this area, there is a need to develop
interventions to engage young people in self-management behaviours (12, 49, 50) to improve
confidence and communication skills with clinicians and better equip young people to cope
once in adult care. There is clearly more that needs to be done in terms of patient awareness
of and/or engagement with existing transition programmes and it is evident that the
existence of a transition programme or attendance at a transition clinic are not sufficient -
young people (and their parents) need to be encouraged and empowered to engage
meaningfully in the transition process. Furthermore , health professionals should ensure
transitional care is embedded in developmentally appropriate adolescent health care rather
than considered in isolation, which in turn will make it more relevant and meaningful to the

lived experience of the young person in question.(51)

Finally, helping paediatric clinicians to facilitate closure of relationships with patients prior to
transfer and conversely, adult clinicians to foster development of new relationships with the
same patients will be key for success. Providing both paediatric and adult clinicians with
resources and training in adolescent health and the acquisition of skills to communicate and
engage with young people whilst being mindful of their holistic needs (52) will be an
important next step in ensuring such relationships are built and that outcomes after transition

are optimised.
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Table 1. Participant demographics

Participants (n=17) (%)

Gender

Male 7 (41)
Female 10 (59)
Age (years)

Mean 20.0
Range 15.2-25.1
Indications for transplant

Acute liver disease 3(18)
Chronic liver disease 14 (82)
Time post-LTx (years)

Mean 10.3
Range 1.2-20.3
Living arrangements:

Living with parents 12 (71)
Living independently 5(29)
Education/employment:

School/college/university 9 (53)
Employed 2(12)
Unemployed 6 (35)
Transfer status

Pre-transfer 8 (47)
Post- transfer 9 (53)
Time post transfer (years)

Mean 2.8
Range 0-5.2
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