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Abstract

Background

Predictors of successful transition from paediatric to adult services include ability to self-
manage and engage with healthcare services. Parents have a key role in healthcare
management throughout childhood and adolescence including encouraging development of
self-management skills in their children. Transition to adult services can be challenging for
parents and young people, yet parents’ views regarding transition remain largely
unexplored.

Methods

Nine parents of paediatric liver transplant recipients (15.2-25.1 years) participated in semi-
structured interviews. Interviews were analysed using Interpretative Phenomenological
Analysis.

Results

Analysis revealed three key themes: ‘emotional impact of transplantation’, ‘protection
versus independence’ and ‘ending relationships and changing roles’. Parents expressed the
dichotomous nature of the desire to promote independence in their child while still
maintaining control and protection, and discussed how changing roles and relationships
were difficult to navigate.

Conclusion

Parents are important facilitators of young people’s development of self-management skills
for successful transfer to adult services. Parents should be supported to move from a
‘managerial’ to a ‘supervisory’ role during transition to help young people engage

independently with the healthcare team. Findings support the development of interventions



for parents to emphasise their role in transition and guide the transfer of self-management

skills from parent to young person.



Introduction

Approximately 15% of adolescents have a long-term health condition (1) which can
significantly impact upon their daily lives. Although relatively rare, there are approximately
600 adolescent/young adult survivors (aged 15-25 years) of liver transplantation in the
UK,(2) all of whom require life-long medication and regular, long-term follow-up at a
specialist centre. For these young people, their parents have had a significant role in
managing their health condition and have been key contributors during their time in
paediatric services. As young people reach adolescence there can be a struggle as they seek
greater autonomy and independence at a time when parents may not be ready to let go,
nor the young people equipped with the skills to self-manage. Findings show that coping
with their child’s newly acquired skills of autonomy can be difficult for parents and further

support from health professionals during this time is required.(3)

Adolescents with a liver transplant not only have to contend with learning to manage their
own condition as they enter young adulthood, but they also have to navigate the change in
healthcare settings which occurs as they outgrow paediatrics and require follow-up in adult
services. Transition involves preparing, adapting and moving to adult services in a multi-
faceted process whereby the medical, educational, vocational and psychosocial needs of the
patient are incorporated into a purposeful, planned programme.(4) Parents of a child with a
liver transplant have an important role in supporting their child through transition.
However, it is important to acknowledge that parents also go through an important
transition of their own during this time (5) as the change in healthcare setting has an impact
on their existing roles, responsibilities and relationships. As adolescence and transition

proceed, roles and responsibilities shift as young people develop skills of self-management



and progress through emerging adulthood. Parents have to learn to support the increasing
autonomy of their child while also managing their feelings about their own transition.
Findings suggest that transition can have more of an impact on parents than on young

people.(6)

As the demands on transition services have grown, understanding the components which
make transition successful has been essential. Research has identified that dedicated
clinics, beginning preparation at an early stage and knowledge and skills training for young
people are key components of successful transition programmes. (7-10) Effective transition
from parental to youth health management should also be considered a facilitator of
successful transition (11) given the important role that parents have in helping their young

person develop self-management skills and gain independence.

For young people with a liver transplant, a vital step in managing their condition is assuming
responsibility for medical management, which usually happens gradually over time with
varying levels of guidance and support from both parents and healthcare providers.(12)
However, non-adherence to medications and failure to attend clinic appointments have
been shown to increase following transfer to adult services (13, 14) and as a result, these
young people are at greater risk of graft loss and death.(15) In light of this, it is important to
explore how to better support young people with the acquisition of self-management
skills.(16) Throughout their child’s life parents have taken responsibility for medical
management and facilitating engagement with medical services and therefore have a key

role in supporting their children to learn to self-manage as they grow-up.



The body of literature exploring the psychosocial issues of parents of an adolescent with a
chronic illness (3) and parental experiences of transition (17-19) is growing. Parents of liver
transplant recipients have reported “moderate” concern about transition using quantitative
methodology but demonstrate limited knowledge about the process.(20) However,
experiences of transition have been rarely explored with parents of paediatric liver
transplant recipients. Qualitative methodology allows for a more in-depth exploration and
insight to be gained than quantitative methods and provides the opportunity to gain a
greater understanding of the impact of transition on parents. As part of a wider study of
transition in liver transplantation the aim of the current study was to explore, using
qualitative methodology, parental views and experiences of transition. Understanding
transition from the perspective of parents will provide us with a clearer view of how we can
better support both young people and parents through transition, as well as increasing our
knowledge about the shifting roles and responsibilities of emerging adulthood in the context

of liver transplantation.

Methods

Sampling and participants

Parents were eligible for inclusion if they had a child who had undergone a liver
transplant in childhood and who had transferred to adult services within the previous
five years or were expected to move to adult services within 12 months. In both
paediatric centres patients could transfer to adult services from the age of 16 years,

with an individualised approach being adopted for the age of transfer, with most



young people transferring when they had completed secondary education. Potential
participants who met inclusion criteria (n=18) were invited to take part in an interview
by a member of the clinical team via letter. The researcher telephoned those who had
been invited and if parents wanted to take part a suitable time and place for the
interview was arranged. Although no parent declined participation, nine parents did
not take part either because they were unable to attend the routine outpatient
appointment with their child or because the researcher could not contact the parent.
All participants were provided with an information sheet in advance of the
appointment and gave informed consent prior to taking part, as per UK ethical

guidelines.

Nine parents (6 female, 3 male) were recruited for interview from four liver unit centres.
Four were parents of a young person pre-transfer to adult services but in transition and five
were parents of a young person post-transfer. Young people were a mean age of 19.7 £ 3.2
years (15.2 — 25.1) at the time their parents were interviewed. Young people were
transplanted a mean of 10.2 + 7.6 years (1.2-20.3) years previously. Six young people had
been transplanted due to chronic liver disease and three were transplanted due to acute
liver failure. Demographic information for the parents and young people can be found in

Table 1.

Design and setting
A gqualitative semi-structured interview design was chosen to allow for exploration of the

experiences of transition for parents.(21) Interviews were conducted when parents



attended a LTx clinic with their children for routine clinic appointments at one of four sites,
two of which were paediatric tertiary hospitals and two were adult hospitals. All of the
hospitals had a transition programme. Interviews took place in a private consultation room.
Two further interviews with parents of young people under paediatric follow-up took place
via the telephone. Interviews lasted for 25-55 minutes (mean: 42 minutes) and young

people were not present during the interview with their parents.

Reflexivity

The interviews were conducted by the first author (a female health psychology student) and
analysed by the first and second (a female health psychologist with a background in
gualitative methodology) authors. Both authors had experience of working with families in
health settings and an in-depth knowledge of the field of transition which contributed not
only to the data collection but also to the interpretative stage of analysis and the credibility
of the research. Each researcher’s background, experiences and beliefs contributed to and
were integral to the interpretative process and allowed for a meaningful perspective of

experiences to be gained .(22)

Procedure

Each interview began with a brief introduction to the purpose of the study and format of the
interview. Participants were given the opportunity to ask questions if they wished. The focus
of the interview was about being a parent of a young person growing up with a liver
transplant and their own experiences of the transition process. The interviewer adopted a
minimalist passive approach during interviews to encourage a narrative response. An

interview schedule was used by the interviewer to guide question topics, drawing on the



literature and the input of the wider research team which included experts in liver
transplantation and adolescent medicine. Topics included their experience of their child’s
iliness or transplant, their understanding and experiences of transition and what would, or
had, helped during the process of transition (Table 2). Due to the exploratory nature of the
study interviews were flexible and guided by the interviewee rather than interviewer, with
the interview schedule reflecting areas of interest rather than being employed
prescriptively. The interviews were conducted between November 2011 and February 2013.

Interviews were audio recorded and subsequently transcribed verbatim.

Ethical issues

Ethical approval was obtained from an NHS Research Ethics Committee and the
research adhered to the Trusts’ individual research and development protocols. The
anonymity of participants was protected during transcription and analysis through the
use of participant numerical codes. Informed consent was sought for the digital
recording of interviews and for interview content to be used in publications.
Participants were informed that they could withdraw from the study at any time and
that this would not have an impact on any aspect of care provided to their child or to

them.

Data analysis

Interviews were analysed according to the principles of interpretative
phenomenological analysis (IPA).(23) IPA focuses on the lived experience of the
participant and endeavours to make sense of the meanings of events or experiences

to the participants themselves. The procedure of analysis closely followed the four-



step process outlined by Smith & Osborn.(24) Interviews were firstly transcribed
verbatim. Each transcript was read and re-read by both the first and second author in
order to become familiar with interview content. Notes were made by the researchers
of anything of significance. The transcript was then coded individually by both
researchers using initial notes for guidance. Themes emerging from the data were
identified and themes that were meaningfully associated were clustered together
resulting in a list of superordinate and subordinate themes, with the whole process of
emergent themes and checking back with the transcript developing cyclically. Having
completed the first transcript, the process was then repeated with subsequent

transcripts by the first and second author independently.

The authors met periodically (approximately every 2-3 weeks) during the analysis
phase to discuss emerging themes and a final consolidated list of master themes was
produced. Co-analysis facilitated the on-going double hermeneutic process of
interpretation throughout analysis and allowed for deeper meaning and interpretation
to be drawn from the data as consensus was reached. For example, when the authors
met to discuss emerging themes, the process of interpretation was enhanced as each
author was compelled to consider not only how they made sense of the participants
making sense of their experiences but also how the other author had made sense of
the participants’ experiences in order to identify meaningful codes and themes. Wider
discussion of the data, interpretation and themes also took place during quarterly
team meetings or more frequently if necessary with other research team members

who had expertise in liver transplantation and adolescent medicine in order to ensure
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the credibility of the findings. Qualitative analysis software was used throughout to

support the analytical process (NVivo version 9.2).

Results
Analysis of the interviews revealed three main themes: “emotional impact of

transplantation”, “protection versus independence” and “ending relationships and changing

roles”. These themes will be discussed further below.

Emotional impact of transplantation

When discussing life as a parent of a child with a liver transplant, parents shared
experiences of the subsequent impact this had emotionally. Parents reflected on how going
through the process of transplant had been an unpredictable, anxious and upsetting time.
They also talked about how the transplant had changed their lives, both positively and
negatively. For instance one parent discussed this in relation to the impact upon other

family members:

Mother: “I think it's quite traumatic because you've got lots of ups and lots of
downs. Life's not normal like it is for other people. And if you've got other
children it's hard to keep everything balanced and normal because you're

forever in and out of the hospital.”

Interviewer: “How do you think that affects the other children?”

Mother: “I do think it's hard, and | do think it's very difficult to get into a

routine, when you've got other kids because you could be away for a long
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period of time and then you come back again and then they all want your

attention, and so, everything's a bit mental. “

Mother of a young person (female, age 25) post-transfer

All of the parents discussed the ‘ups’ and ‘downs’ of life with a child with a liver transplant.
Although the transplant had been a life-saving operation, parents were aware that they
were effectively swapping one set of problems for another and the after effect of the
transplant was lifelong management of a long-term condition. Parents reflected that life had

often been difficult but tried to draw positive aspects out of the experience.

“Oh, it's not saying you don't have difficult days but | think we manage
alright. [We] just try and be positive. You do get a bit fed up, | mean you really
do. And there’s kids worse than [my child] and there's parents [who] lost

theirs, so you try and, try and, she's still here, you know what | mean?”

Father of a young person (female, age 21) post-transfer

Parents had, understandably, been affected by deaths of other patients during their child’s
time as a patient. For the parents, reflecting on those difficult experiences or the difficult
experiences of the other families gave them a sense of perspective and often helped them
to overcome the difficulties faced in their own everyday life. For some parents, discussing
the negative impact on life as a result of the transplant was associated with guilt when

considering the difficult experiences of others.

One parent shared her experience of her child being on the transplant list and the

difficulties of waiting for the transplant to happen. This experience was shrouded in
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anxiety and for the family meant that normal activities such as days out or holidays
either didn’t happen, or required such meticulous planning that they ceased to be

enjoyable.

“So it seems to have a — y’know, to have a big impact on his life, our lives. You
can’t really go away for holidays so the most you can do is perhaps a
weekend somewhere. And, so everything’s on hold if you like, your whole life
is on hold...It is difficult, as a family, y’know you can’t make many long-term
plans...You just didn’t want to plan anything in case the phone rang. You
always have to make sure there’s a plan B, there’s somebody available who
wouldn’t have been drinking who can just drop everything and take us. And
you get paranoid, about, y’know, have | got my mobile phone with me when |

go out just in case they try to get hold of us?”

Mother of a young person (male, age 18) pre-transfer

Protection versus independence

Parents discussed the changing roles of their involvement in their child’s care as the young
people navigated emerging adulthood, with interviews revealing a sense of conflict over
wanting to protect their child and yet also wanting them to be independent. Parents were
acutely aware of the need to let their children be independent, but many elements of the

adult world were out of their control, which they found distressing.

“When it’s a sixteen year old they’re still not actually an adult. So, your, whilst
in some ways | treat him as an adult and he should be treated as an adult as

regard to his care and his future because he’s going to be taking personal
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responsibility for it, as a parent | probably don’t want him to be in with

influences which could be detrimental to him you know.”

Mother of a young person (male, age 16) pre-transfer

Parents discussed their worry over how their child would cope with being an adult with a
liver transplant but they talked about how important it was to have balance and allow

young people to be independent.

“it is difficult, because you never think anybody could look after your child the
way you've looked after them. But you have to let 'em. You have to let them
try and do things for themselves. And, | don't, wrap her up in cotton wool to

be fair, | do check her a bit more, ring a bit more but | let her do things”

Mother of a young person (female, age 25) post-transfer

Although parents expressed their desire to allow their children to be independent, for a lot
of the parents this was very difficult to do in practice. They had doubts about their child’s
ability to manage their own care in adult services as they felt they still had a very active role

in supporting them to manage their condition.

“We are very protective, even now. Because even though he’s back to normal,
and with normal people, we have to look after him anyway, we have to

remind him all the time, remind him to take medicines to time.”

Father of a young person (male, age 18) pre-transfer
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Concerns about their child’s ability to cope in adult services were particularly highlighted as
it was expected that during transition young people would need to begin to take a more
active role in their healthcare and would be expected to be accountable for themselves. This
concerned parents as they felt they may not be privy to important information about their
child’s care. Parents worried that their child either would not share information with them,
or would not listen or ask the right questions during their clinic appointments. Furthermore,
parents identified themselves as having an important role in protecting their children from
bad news and being there to support them during difficult times. Parents felt that this role

would be taken away from them once in adult services.

“What worries me more than anything I think is, because, when she was
having the transplant and they told us, they didn’t really tell [the patient].
Now to me, they said we should be honest with her but | felt, only to a degree
can | be honest with her. You know they said if she turns round and says “Am |
going to die?” you must tell her the truth. Well, there’s no way | would have
been able to do [that] at nine. | think what bothers me more than anything
[is] if things start to reject or things start to go wrong that they will actually
tell her and not us. Up to now, they always tell us and we tell her, although
she’s got older, there’s talk, you know, she’s more in on the conversation. So,
they can only be scared to a certain extent can’t they then because they don’t
know the full extent of it and | think that’s what will bother me most, is them
talking directly to her at seventeen, eighteen say, if they’re “Oh it’s ninety-five
percent survival” or “ninety-five percent not”, that they would tell, that they’d
have to tell her first do you know what | mean? Because | would just worry

how she would react.”
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Mother of a young person (female, age 15) pre-transfer

Ending relationships and changing roles
Parents discussed the strong relationships that had developed during their time in
paediatric services. Most of the young people had been patients since early childhood and

parents discussed perceiving the paediatric teams as family.

“The [paediatric] liver transplant team, and the nurses on the ward as well,
they’ve got to know you and it’s more or less like a family, you know. They

know the ins and outs of him and he knows everybody there as well.”

Father of a young person (male, age 16) post-transfer

Parents viewed the paediatric teams as an important part of their support network and as
being integral to coping with the emotional impact of their child undergoing
transplantation. Parents associated paediatric services with positive relationships where

they gained support from staff members to help them through difficult times.

“When you’ve been through an event like that with the certain staff you do
get some sort of a bond because they’ve seen you at your very worst when
you’ve been running round corridors crying your eyes out and things so you

get a sort of bond with people which you would lose.”

Mother of a young person (male, age 16) pre-transfer
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Most of the parents talked about the inevitability of transfer and although they knew it was
something which needed to happen, they felt comforted by the familiarity of paediatric

services. Adult services represented anonymity and being unknown.

“Once they said, 'OK, you need to fly the nest,’ so to speak, it was, right well,
we understand that, we can't stay here forever, much as we love you all, we
know, she's not a child. And, we have to go...Leaving the care that we'd had
there, and the relationship that we'd got with [her] consultant, to have to
surrender that, to the anonymity of a bigger hospital, you think, well they

don't know anything about her here.”
Mother of a young person (female, age 21) post-transfer

For parents, the loss of this relationship at the time of transfer also seemed to represent a
termination of their role as a key player in their child’s condition as parents were aware that
they might be treated different by clinicians in adult services as the focus of care shifted.
The idea of taking more of a ‘backseat role’ was anxiety provoking. Parents talked about
feeling side-lined by adult clinicians who positively encouraged the young person to be the

focus of consultations and, therefore, their role was redundant.

“It’s completely different because they weren't talking to me, in the adults,
they're talking to her. And because I'm used to, | know | do speak for her
sometimes, but you just do, it was as if, 'you be quiet, she needs to talk, she's

an adult now.' | thought, but hang on, she's not.”

Mother of a young person (female, age 22) post-transfer
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Parents identified contact with the adult centre prior to transfer and being provided with
the opportunity to start to develop new relationships as important factors in the transition
process.
“Therefore the fact that we knew people here — simply because we’d met them
already and that was a really helpful start to our life in the adult world”.

Mother of a young person (female, age 21) post-transfer.

In contrast, not providing these opportunities was perceived as hindering a good transition.

The following quote from a mother whose child was transferring imminently illustrates the

potential for transition to be a negative experience.
“And a letter arrived at home, just stating, “from May you’ll be transferred over to
adult’s”. That was it. They’ve not given him the name of any of his doctors who are
going to be looking after him once he’s transferred, who’s going to be in charge of his
transplant, nothing. Just a letter saying erm “sorry | missed you in clinic.” Short and
sweet. We were not very happy about that...... Transition over to adults...... it’s been
rubbish. And, it’s something they really need to look at.”

Mother of young person (male, age 18), pre-transfer

Discussion

The purpose of the current study was to understand parental experiences of transition to
support both parents and young people to self-manage and engage with the healthcare
system during the transition process. This study is unique in liver transplantation - although
there have been quantitative studies exploring parent perspectives of transition to adult

care for parents of liver transplant recipients, (20) this study is the first to examine parents’
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experiences of transition both pre and post-transfer using qualitative methodology,
specifically IPA. Use of a qualitative approach provided a more in-depth insight and a
greater understanding of the impact of transition on parents than obtained in previous
guantitative studies. The study also adds to and complements the growing body of
gualitative research into transition and the role of parents of young people with a long-term

condition.

Parents discussed the emotional impact that having a child with a liver transplant had on
their lives. The authors felt it was important to include this narrative as, although not
specifically about transition, it provided important context about parental roles and helped
to explain difficulties in letting-go in later life when considering how much parents had
emotionally invested during the whole journey. Parents in the current study reported
unpredictability, persistent anxiety, the need for excessive planning and missing out on fun
family activities, which are factors reported by parents of other children with a long-term
condition.(25) In Coffey’s meta-synthesis, parents reported “living worried” and that hyper-
organisation came first and foremost, rendering some aspects of family life which should

have been enjoyable as a strain.

In the current study, parents demonstrated difficulties in ‘letting-go’ and delegating
responsibility for their child’s health to their child. This is a common finding in the literature,
with studies showing that parents of young people with a long-term illness find the whole
process of emerging adulthood, the acquisition of autonomy and transition a difficult
time.(3, 26) The shift in parental role and the impact on parents has also been identified

previously in a study of parents of young people who had undergone liver transplantation
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and had started the transition process but had not yet transferred. (27) Parents expressed a
need to protect their children, something which was threatened by the transition process
and generated feelings of being excluded from their child’s care. This fear has been
articulated in studies of other populations (17, 28) in which parents reported feeling anxious
that transition to adult services would lead to less involvement in their child’s care.
Research suggests that parents of children with a long-term condition have specific
information needs which are an important coping strategy for parents in order to manage
anxiety and uncertainty and regain a sense of control.(29, 30) For parents, transition can be
a time where being privy to information about their child’s health can change, thereby
taking away their ability to assert control and ultimately provide protection for their child.
Parents who have spent a lifetime protecting their child are likely to find this change in role
a difficult adjustment and express feelings of grief and loss during the transition process.(31)
This highlights the need for effective communication between parents, the young person

and health professionals so that all parties can feel supported during this time.

It is also important to consider the impact of this shifting dynamic on the young people
themselves. For some young people, perceived overprotection or excessive control can be
unhelpful and result in a desire to take control by force, which is often perceived as ‘teenage
rebellion” or a withdrawal from responsibility altogether.(19),(32) These are undesirable
outcomes and have important implications for a young person’s ability to self-manage in the
future. Therefore, it is imperative that parents can support their young people appropriately
as they gain independence and research suggests that parents are seeking support from
health professionals in order to do this.(33) Methods commonly adopted by health

professionals to increase patient engagement, such as motivational interviewing for young
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people and involvement in shared decision making (34, 35) may offer ways in which parents

can support young people as they gain independence.

Along with the shift in the role of the parent from ‘manager’ to ‘supervisor’, [33] a shift in
the relationships between the health professionals and the parents occurs following transfer
to adult services. Paediatric services are family centred and parents described the closeness
of the relationships that they had formed with the paediatric team and the importance of
this for their own coping. Parents saw themselves as key members of the healthcare
relationship, often involved in making the decisions about their child’s health and
treatments. In adult services parents do not have this role to the same degree, which
challenges their need to protect their child and removes the sense of control previously
experienced in paediatric services. This finding links to previous findings of parents’
experiences of having a child with a long-term condition, where parents have demonstrated
a need to be partners in their child’s care.(36) When this is removed they can become
hyper-vigilant and overly-assertive (33, 37) which may lead to feelings of frustration and an
overwhelming urge to “protect” their child, potentially hindering their child’s acquisition of
independent skills of self-management. It is therefore important that transition services
acknowledge how difficult the shift in dynamics, relationships and control can be for parents

and provide support through this process and encourage inclusion in other ways.

Limitations and implications for future study
As data were collected when young people attended routine clinic appointments, some
parents were not recruited as they did not regularly attend clinic with their child. Asa

consequence, the parents recruited may have represented a group who were generally
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more anxious about being involved in their child’s care. This might particularly be the case
with parents who attended with their child in adult services. On the other hand, it may have
been that the parents who attended clinic were more supportive and appropriately involved
in their child’s care. There are a number of other factors which might explain parents’ levels
of involvement in clinic appointments, including their relationship with their child, whether
or not their child was willing to share information about their medical care and
appointments with them and/or wanted their parent to accompany them to clinic, the
distance that parents lived from the hospital and the practicalities of them attending clinic
with their child (particularly when their child was living independently). It is also possible
that it was unusual for parents to attend clinic with their child but they had done so for the
purposes of the study. On reflection, it would have been useful to find out whether they
would normally attend outpatient clinic with their child as this may have revealed more
about their relationship or role in their child’s healthcare. As a result, the study may not
have represented parents who felt more relaxed about transition and therefore the
opportunity to explore the factors associated with positive parental transition experiences
may have been missed. Alternatively, the study may also not have represented those
parents who had had a negative transition experience either through being excluded by

their child or due to logistical challenges of attending clinic with their child

Whilst the age range of young people in the current study was quite large, the World Health
Organisation definition of young people spans 10-24 years,(38) reflecting adolescent and
young adult developmental stages whilst at the same time being consistent with the

transition process starting in early adolescence and completed in young adulthood. This
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age range captures developmentally appropriate care and it is important to recognise that

any transition intervention needs to consider the entirety of this age range.

Previous research into the implementation of transitional care guidance, which included
parents of young people with liver transplants, found that parent satisfaction with care was
significantly greater in those clinics with transition programmes (39), indicating the benefit
of a transition programme for parents as well as young people. Research exploring the
parent-child relationship in young people with a long-term condition demonstrates the
persistence of the maternal role in decision-making into early adulthood and adult care
where mothers provide important cognitive, practical and emotional support.(40) It is
therefore important to acknowledge the on-going maternal role for both mothers and for
young people and not to assume that as adulthood commences, the need for parental
support comes to an end. There is also a need for more research about the role of fathers,
who have been shown to have different perspectives from mothers about the process of

autonomy and concerns about different aspects of their child’s life. (3)

With the successful implementation of programmes to support young people through the
transition process, (41-43) it is also important that transitional care interventions include
parents as well as young people. Parents and young people would benefit from programmes
which help them to define and respond appropriately to their shifting roles and
responsibilities. Successful interventions incorporate educational components to support
parents in assisting their adolescent child to become autonomous.(9, 44) Akre and
colleagues (44) also found that parents may benefit from peer support during this process.

The findings of the current study support the need for the development of a programme to
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support parents as their child develops autonomy. One format for delivering such an
intervention would be a group workshop so that parents might benefit from peer-to-peer
interaction and support when considering the emotional impact of being a parent of a
young person with a liver transplant. A recent intervention using parents as ‘transition
experts’ showed that a parent-led, peer support group provided informational, emotional
and affirmational support during transition which resulted in parents feeling more
knowledgeable and included in the transition process.(45) Studies such as this demonstrate
the important role parents have as experts in their child’s healthcare management and
transition and highlight that it is vital that interventions are designed to acknowledge the

important role of parents and support the transfer of skills from parent to young person.

Conclusion

Parents are important facilitators of young people’s development of self-management skills
for successful transfer to adult services. In order to help young people engage with the
health care team parents should be supported to move from a ‘managerial’ role to a
‘supervisory’ role during the process of transition. Transition programmes have
demonstrated benefits for parents as well as for young people and the current study
emphasises the need for the development, implementation and evaluation of interventions
to support parents as their children become more autonomous. Future research should
focus on identifying what type of interventions parents find helpful and how such
interventions should be delivered to optimise effectiveness for both parents and young

people.
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Table 1. Demographic information for parents and young people

Gender of | Genderof | Age of Indication Age at | Transition status and
parent patient patient for LTx LTx time since transfer, if
(vears) (vears) applicable
Female Female 15.2 Chronic 9.2 Pre-transfer
Female Male 16.3 Acute 15.1 Pre-transfer
Male Male 16.9 Chronic 4.9 Post-transfer
(3 months)
Female Male 18.7 Chronic 12.8 Pre-transfer
Male Male 19.8 Chronic 7.5 Pre-transfer
Female Female 21.2 Acute 0.9 Post-transfer
(3 years)
Male Female 21.8 Chronic 12.1 Post-transfer
(3 years)
Female Female 22.0 Acute 15.9 Post-transfer
(3 years)
Female Female 25.1 Chronic 6.8 Post-transfer

(5 Years)




Table 2: Topic guide for use in the interviews with parents

Experiences of having a child undergoing liver transplant
(background of the experience, life with a young person with a
transplant)

Feelings about transition to adult services

Exploration of how the young person is coping/will cope
Exploration of how they (parents) are coping/will cope
Support for parents and young people in transition
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