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Abstract

Background and research aim

Delivering well-planned and co-ordinated transition processes for young people with
long-term conditions has become a key priority for healthcare organisations. Within
the existing literature transition programmes to improve this process have mostly been
evaluated using outcome-based methods. This approach to evaluation fails to
acknowledge the complex systems in which health transition programmes are
implemented and, the agency of implementers. This study proposes an alternative
approach to the evaluation of transition programmes, utilising realist evaluation to
examine the processes that exist within a transition programme’s implementation and
identifies the contexts which influence or hinder implementation processes and

outcomes.

Methods

The study used a single qualitative embedded case study design informed by a realist
evaluation approach. Data were collected through a review of programme
documentation and semi-structured interviews with programme designers and
implementers. Thematic analysis and context, mechanism, outcome (CMO) analysis

were used to analyse the data.

Findings

The findings of this study suggest that the outcomes of programme implementation
are influenced by the complex interaction of macro, meso and micro processes and
contexts. Features of the context which facilitated the successful implementation of
the transition programme included the active participation of implementers in the
change process, having well-established inter-organisational social networks and
fostering a collective commitment and coordinated behaviour change from
professionals across children’s and adult services. However, findings further highlight

contextual barriers that affect implementation.



Conclusion

Through its application of a realist evaluation framework this study identifies the role
that context and human agency play in facilitating or hindering the successful
implementation of transition programmes. It demonstrates how formal theories of
implementation and organisational behaviour can be used to understand the
processes and contexts that exist within the implementation of complex transition

programmes.

Key words

Transition programme, healthcare organisations, implementation, realist evaluation.
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Preface

‘Everybody seems to want to do the right thing, but there seems to be a missing
link. No one seems to work together’ (CQC, 2014: 10).

| first read the Care Quality Commission (CQC, 2014) report on children’s transition to
adult health services in 2015. At the time | was working as an adult’s social worker in
a community team and had secured a secondment to work as a transition coordinator
across children, family and adult services. This was a new role developed as a result
of the Care Act (2014) which emphasised the importance of early and comprehensive
identification of young people who may require transition to adult services. My early
experiences of transition as a newly qualified social worker were somewhat
discouraging. It appeared to be the norm that adult services did not engage in
supporting young people during their transition until just before they turned 18.
However, | always felt this was too late as | had no time to develop a relationship with
the young person and their family or to effectively plan with involvement from children’s
services. This caused much uncertainty for the young people and often resulted in

delays to future care, support and placement.

Although the transition coordinator role was not clearly defined the objective of the
post was to assess the transition protocols and policies that were in place within the
local authority and make recommendations to senior managers of how these could be
improved. To do this | worked closely with frontline social worker’s across children,
family and adult services asking them to share their lived experience of transition to
support change. What they told me closely resonated with my experience. Social
workers across children’s and adult social care services were striving to ensure that
young people had a successful transition to adult services. However quite often they
were working in a fragmented way with a lack of joint systems in place to support them.
There appeared to be a significant gap between children’s and adult services and
many practitioners were unaware that there was an organisational policy which
informed transition. Children’s practitioners reported feeling anxious about transition,

not knowing when and how to refer young people to adult services. Whereas adult



practitioner’s reported feeling rushed and unable to effectively plan transition in

partnership with young people.

The learning and experience acquired during this time informed my decision to apply
for a PhD Studentship. In 2016, | found the ideal opportunity to undertake a piece of
research which focused on improving healthcare transition practice. As a social
worker, undertaking research in healthcare provided an opportunity to offer a different
perspective. By speaking to a range of different healthcare professionals | have been

able to consider transition practice from both a health and social care viewpoint.

In undertaking this research study, it is clear that practitioners in both health and social
care face similar challenges relating to transition. The aspiration to ‘do the right thing’
by ensuring that young people are supported to have successful transition has always
been evident. However, practitioners are frequently faced with barriers many of which
are described in this study, that impact on their ability to ‘work together’. The quote
above refers to the missing link as being the failure of professionals to work together.
However, it fails to acknowledge the systems and processes that affect collaborative
working. As a social work practitioner with experience of transition practice | have
always been mindful of these challenges, and to an extent this has shaped my
research approach. Throughout this research | have met many incredible healthcare
professionals who are passionate about transition and work tirelessly to make changes
to improve transition practice. It is my hope that this thesis accurately conveys their
voices in highlighting the fantastic work that they do as well as the challenges that they

face.



Chapter 1: Introduction

This chapter introduces the PhD study and provides important background information
to the research, highlighting the context of the research and the study aims. The
chapter begins by exploring the wider context of healthcare transition more generally
before focusing specifically on evaluations of transition programmes in healthcare
organisations. The 10 Steps Transition Pathway is then described, and a rationale is
provided for using realist evaluation to evaluate the implementation of the pathway.
The chapter concludes with the relevance for the research, the aim and research

guestions and an outline of what each chapter includes.

1.1 Introduction to the study

This PhD study is a complex systems (realist) evaluation of a person-centred children
and young person’s transition programme. It explores how a transition programme is
implemented by professionals in a paediatric healthcare organisation. . Although there
is a focus on healthcare transition, in particular transition programmes, this study in a
broader sense also considers how organisational behaviour shapes implementation
processes and decisions. It highlights transition and its challenges from an
organisational perspective rather than a patient perspective. However, factors that
affect transition for young people are considered within the background section of this
chapter. This study is therefore aligned to organisational and implementation research
and aims to contribute new knowledge to these important fields. In order to situate the

study, the next section of this chapter will discuss transition within its wider context.

1.2 Transition in healthcare

To set the context for the study this section of the chapter will provide important
background information relating to the current context of transitional healthcare
services for young people with long term conditions in the UK. Although the chapter
draws mostly on literature from the UK, it recognises the impact that delayed transition
has on young people globally and the challenges faced by both young people, their
families and healthcare organisations worldwide. The section begins by providing a

working definition of transition.



1.2.1 What is healthcare transition?

Transition has been described as a:

‘Purposeful, planned process that addresses the medical, psychosocial,
educational and vocational needs of adolescents and young adults with chronic
physical, neurodevelopmental and medical conditions as they move from child-

centred to adult-oriented health-care’ (Colver et al., 2019: xxi).

Transition is an all-encompassing, multi-faceted process, experienced differently by
individuals based upon their life experiences and needs (Moore Hepburn et al., 2015).
Transitioning from adolescence into adulthood can be a challenging time for all young
people, however for those young people who have long term conditions the journey
can be even more problematic due to changes in the delivery of their care (RCN, 2013;
Campbell et al., 2016). During the period of adolescence young people with long term
conditions further experience several different transitions which occur at the same time
(CQC, 2014). These may include transition from school to college or specialist further
education, transition from children’s to adult social care services and transition from
children’s to adult health care services. As stated in the preface to this thesis, the
challenges faced by young people, their families and professionals during the process
of transition are applicable to service transitions which fall outside of healthcare.
However, whilst recognising the multiple transitions a young person makes during this
period of their lives and the challenges encountered, this study focuses on the
transition of young people, aged between 14-25, with long term conditions, from

children’s to adult healthcare services.

1.2.2 Which groups are most likely to experience healthcare
transition?

Young people who have a long-term condition, which is defined as ‘a condition that
cannot currently be cured but can be controlled with medication and/or other therapies’
(Colver et al., 2019: xix), are more likely to require continuing health care upon entering
adulthood. In line with Colver et al. (2019) this study uses the term young people with
a ‘long-term condition’ to encompass the range of young people who experience
healthcare transition. However, it is important to highlight that within the literature the

term young people with ‘complex health needs’ is often used when referring to

7



transition. In a previous study Colver et al. (2013: 676) defined young people with
complex health needs as ‘those with a physical, mental or health impairment that has
the potential for a substantial and long-term adverse effect on their ability to carry out
day-to-day activities’. Colver et al. (2019) later argue that the term ‘complex health
needs’ better describes a smaller cohort of young people with very complex needs
whilst ‘long-term condition’ covers a larger patient population. The decision to use
‘long-term condition’ instead of ‘complex health needs’ was thus informed by the work
of Colver et al. (2019) who uses contemporary language which is more reflective of
the larger patient population. ‘Long-term condition’ also better reflects the health needs
of the cohort of young people for whom the transition programme being evaluated was

designed.

1.2.3 Why is healthcare transition important?

Over the past two decades changing demographics and advances in medical care
have resulted in more young people with long-term conditions surviving into adulthood
(Davis et al., 2014). Consequently, as more young people enter adult healthcare
systems improving the healthcare of young people is a key priority of governments in
both the UK and internationally (Viner, 2008; DOH, 2008; Campbell et al., 2016; Colver
et al., 2019). Health care services globally have recognised their failure to meet the
demand of changing healthcare needs within this population (Campbell et al., 2016).
Such failures have often resulted in delayed transitions for young people which has a
significant impact on their health outcomes. Thus, the process of transition for young
people with long-term conditions has been recognised and prioritised as requiring
urgent improvement (DOH/DFE, 2006; DOH, 2008; Kime et al., 2013; CQC, 2014;
NICE, 2016).

1.2.4 What do we know about healthcare transition?

Transition occurs during the years of adolescence, which is a transitional stage
resulting in rapid change physically, psychologically, emotionally and socially (Singh
et al., 2010; Colver et al., 2013). For young people who additionally have ongoing
health needs this period in their lives can further be compounded by difficulties
associated with their long-term condition (DOH, 2008; Royal College of Physicians,

2008). Research suggests that young people who experience poor transitions



between children’s and adult health care services, suffer physically, emotionally,
socially and educationally in the long term (DOH/DFE, 2006; Colver et al., 2019).
Furthermore, poorly planned and delivered transitions are associated with
discontinuity of care (Dogba et al.,, 2014), risk of non-adherence to treatment
(DOH/DFE, 2006), poor clinical outcomes and increased health care costs (Kime et
al.,, 2013; Moore Hepburn et al., 2015) and negative consequences relating to
morbidity and mortality (DOH/DFE, 2006). Effective transitions on the other hand, have
been evidenced to lead to improved experiences and long-term outcomes (CYPHOS,
2012).

Healthcare transition is largely dependent on collaboration and joint working between
paediatric and adult organisations. However, there are several factors which impact
on this. Viner (2008) suggests that differences between paediatric and adult care are
largely historical and adolescents have been an undervalued and neglected group.
Paediatric services in the UK were historically focused on meeting the needs of infants
and young children (Viner, 2008). Although, adolescents now make up a substantial
proportion of the paediatric patient population, Viner (2008) argues that the training
and mindset of paediatricians remains fixed on supporting young children. A similar
pattern is apparent in adult services with adult health care professionals often lacking
the knowledge and training required to support young people with complex, long-term
health conditions (Brown et al., 2020). There is also a lack of responsibility for
transition on the part of adult providers with commissioners viewing transition to be the

responsibility of paediatric providers (Colver et al., 2019).

Paediatric and adult organisations further adopt different models and approaches to
patient care which can create barriers to transition. These different approaches are
displayed in figure 1 below. Paediatric services have been described as child and
family centred (Kime et al., 2013; Brown et al., 2020) and developmentally focused
(Allen et al., 2010), whilst adult services focus more on the individual and their
condition (Brown et al., 2020) and promote autonomous decision making (RCPE,
2008). The ethos of independence that underpins adult services can be intimidating
for young people and their parents who have always played an active role in decision
making (Allen et al., 2010). Tysbina et al. (2012) argue that paediatric services need

to do more to prepare young people for the move to adult services by supporting them
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to develop self-advocacy and self-determination skills. Inadequate preparation and
poor, inconsistent information provided by paediatric professionals to young people

and their families can result in a lack of understanding about the transition process

and increased anxiety (CQC, 2014; Zhou et al., 2016).

CHILD HEALTH

SERVICES

ADULT HEALTH
SERVICES

® Family-centred approach

® Parental involvement in
decision-making

® Care prescribed within
a multidisciplinary care
team with a coordinating
paediatrician

® Open access to
hospital ward

® Regular monitoring
of health conditions

® Developmentally
appropriate input
from allied health
professionals

® Person-centred approach

® Requires autonomous,
independent skills

® Care prescribed across
individual specialties
with no coordinating
physician

® Hospital access through
emergency department
or primary care

® Emphasis on
self-management
of conditions

® Reduced input from allied
health professionals

Figure 1: Different approaches to paediatric and adult patient care (Source: Brown et
al., 2020: 7).

The paternalistic, family-centred culture of paediatric services and the close
relationships developed between young people, their parents and paediatric
professionals can create feelings of ‘reluctance to let go’ for all parties during the
process of transition (Allen et al., 2010; CQC, 2014; Together for Short Lives, 2015;
Coyne et al., 2017). There is also a distrust of adult services (Allen et al., 2010) based
on differences in care provision, a potential decline in care quality (Coyne et al., 2017)
and concerns expressed by paediatric professionals as well as parents regarding the
appropriateness of adult services (Campbell et al., 2016; Zhou et al., 2016). A recent
report by Brown et al. found that ‘parents commonly viewed transition as a loss of the

entire professional support network... and emotional support from professionals who
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had known their family for many years’ (Brown et al, 2020: 15). Parental concerns
about transition are further influenced by a lack of equivalent adult services and strict
eligibility criteria (Colver et al., 2019). A lack of co-ordination and management of
transition further creates feelings of uncertainty and anxiety for young people and their
parents (CQC, 2014; Campbell et al., 2016; Brown et al., 2020).

1.2.5 What should healthcare transition involve?

In response to the increasing focus on improving healthcare services for young people
with long-term conditions, several UK reports and policies stipulate standards of best
practice for transition services (DOH/DFE, 2006; DOH, 2008; DOH, 2011; CQC, 2014;
NICE, 2016). However, Colver et al. (2019) argue that despite guidance from the
government and NICE on how to improve transition there has been limited support
from commissioners and healthcare providers due to a lack of evidence underpinning
the guidance. Coyne et al. (2017: 17) suggest that guidelines are ‘based on expert
clinical experience and a best practice approach rather than strong evidence from
empirical studies’. Nevertheless, healthcare providers nationally have started to
develop transition programmes based on good practice guidance. However, it is still
unclear as to whether these transition programmes are successful and there is still no
universal ‘model or template for how transition should be implemented’ (Kime et al.,
2013: 4).

The main guidance documents on transition similarly emphasise the importance of

several key principles which should inform transition programmes (Brown et al., 2020).

These key principles are displayed in table 1.1 below.
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Table 1.1 Key principles of transition

Key principles of transition

e Early transition planning (usually from the age of 14) which is flexible and
developmentally appropriate.

e Provision of information to young people and their families regarding the transition
process.

e Person-centred planning and decision making (this may involve developing an
individual transition plan).

o Effective communication between professionals via regular multidisciplinary
meetings (including primary care).

e A single point of contact for young people and their parents (i.e. a transition co-
ordinator or keyworker).

e Co-ordination and close collaboration between paediatric and adult services (which

is often supported by joint transition clinics).

(Sources: DOH/DFE, 2006; DOH, 2008; DOH, 2011; Kime et al., 2013; CQC, 2014; NICE,
2016, Brown et al., 2020).

More recently, the NHS Long Term Plan (2019) emphasises the importance of
transition to adult services being driven by need rather than age and discusses a move

to a ‘0-25 years’ service.

1.3 Implementing and evaluating transition programmes in

healthcare

The first section of this chapter discussed healthcare transition generally highlighting
some of the challenges experienced by young people, their families and healthcare
organisations. The subsequent sections will focus specifically on evaluations of
transition programmes in healthcare organisations to further situate the study within

the existing evidence base.
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Whilst transition guidance provides best practice recommendations on what good
transition should involve, there remains a lack of formal evaluation of implementation
of the guidance and outcomes of transition programmes (QNI, 2017). As will be
demonstrated in Chapter 2, studies which attempt to evaluate the effectiveness of
transition programmes have failed to establish a sufficient evidence base (Allen et al.,
2010; Crowley et al., 2011; Chu et al., 2015; Campbell et al., 2016). Evidence relating
to the successful implementation of transition programmes is also lacking, with few
studies taking into consideration how implementation affects the success or failure of
transition programmes. Nevertheless, Viner (2008) argues that it is critical for
healthcare providers to start to make positive changes to improve transition processes
and they need not wait for rigorous evaluation evidence before doing so. Transition
guidance and research points to several beneficial features of transition services, with
some evidence to suggest an improvement in health outcomes (Colver et al., 2018).
These features have been collated from published research and are presented in table
1.2 below.

Table 1.2 Main features of transition programmes

Main features of transition programmes

e Education programmes to promote health self-efficacy.

e Written transition plans.

e Age-specific transition clinics.

¢ Joint-transition clinics between paediatric and adult services.
e Appropriate parental involvement.

e Holistic life-skills training.

o Key worker/transition co-ordinator.

(Sources: DOH/DFE, 2006; DOH, 2008; Allen et al., 2010; Crowley et al., 2011; Lewis and
Noyes, 2013; Huang et al., 2014; Wafa and Nakhla, 2015; Campbell et al., 2016; NICE,
2016; Colver et al., 2018).
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However, a recent study by Colver et al. (2018) highlighted a gap between what health
services say they provide and what is experienced by young people themselves. They
found that services often reported delivering beneficial features of transition to young
people, such as written transition plans, whilst the implementation data from young

people suggested otherwise (Colver et al., 2018).

1.4 The 10 Steps Transition Pathway to Adult Services

Despite a lack of rigorous evaluation evidence to support the implementation and
outcomes of transition guidance, organisations have used national good practice
guidance and standards to inform the development of their own quality improvement
programmes. One of these quality improvement programmes is based at Alder Hey
Children’s NHS Foundation Trust, which is a National Children’s Hospital and NHS
Trust in the UK. Alder Hey Children’s NHS Foundation Trust ‘provides care for more
than 270,000 children, young people and their families every year’ (Rogers, Brooks,
Aizelwood & Kaehne, 2019: 2).

Over the past few decades, much work has been done by professionals at Alder Hey
to develop and provide good transitional care services, with cystic fibrosis in particular
being recognised as an exemplar (Rogers & Brook, 2017; Rogers et al., 2019). More
recently, since 2014 Alder Hey Children’s NHS Foundation Trust has embarked on a
journey to improve the process of transition for young people with long-term health
conditions moving between children’s and adult services. This work stemmed from a
Care Quality Commission (CQC) inspection undertaken in May 2014 which identified
the need for improvement to transitional services at Alder Hey (CQC, 2014). Whilst
recognition was given to transition arrangements in specific specialties, a lack of
leadership and responsibility for overall transitional care services was raised as a
concern and recommendations were made to improve transitional services (CQC,
2014; Rogers & Brook, 2017; Rogers et al., 2019).

This led to the development of the 10 Steps Transition Pathway (Figure 2), which is a
multi-disciplinary, collaborative pathway consisting of multiple interventions aimed at
both supporting and facilitating transition for young people, their parents and carers

and professionals in both children’s and adult healthcare services. The pathway
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incorporates key standards of good practice in transition services (DOH, 2008; NICE,
2016), and aims to standardise transition practice across the trust, improving the
process of transition for young people and their families and leading to improved long-
term health outcomes. The 10 Steps Transition Pathway was developed alongside a
trust transition policy through a detailed literature review and trust wide consultation
and engagement with young people, parents and professionals during 2015 (Rogers
and Brook, 2017; Rogers et al., 2019). Programme designers consulted young people,
parents and professionals through a one-day workshop which used focus groups and
the world café model to explore key aspects of transition (Rogers and Brook, 2017,
Rogers et al., 2019). This was followed by a series of 17 roadshows with staff across
the trust to further explore issues and concerns regarding transition (Rogers et al.,
2019). Programme designers wanted to ‘develop a simple, generic transition pathway,
based on best practice evidence, flexible enough to be able to support highly complex
patients but simple and clear enough to be equally applicable for more simple

transitions’ (Rogers and Brook, 2017: 2).
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Figure 2 The 10 Steps Transition Pathway to Adult Services (Source: Rogers and
Brook, 2017: 2).

The 10 Steps Transition Pathway incorporates some of the main features of transition
programmes as highlighted in good-practice guidance. Key components of the
pathway include transition education and preparation, a written transition plan, multi-
disciplinary team working, identification of a keyworker to co-ordinate transition and
joint transition reviews between children’s and adult services. Specific details of what

each step involves are provided in figure 3 below.
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Steps 1to 10

Suggested Action

Expectations

Steps 1 & 2: Recognising the need to move on
& empower the young person through support
and guidance.

To have a dedicated person in both children’s
and adult services to assist with transition. To
identify a lead to communicate with and
coordinate all specialities to ensure transition
happens. For the 10-step pathway to be
mandatory, and provide Trust Transition
preparation programme training to support
implementation of this, also to consider Young
person’s clinics.

It was identified that the family and YP should
be confident in transition, not fearful and that
the quality of care is maintained. Also, a % of
all 14+ year olds with a long-term condition to
commence the transition  preparation
programme, and that a % of all 14+ year olds
with a long-term condition have a keyworker.
Lastly, that a % of adult and paediatric trusts
who will have an identified lead for Learning
disabilities and transition.

Step 3: Start transition plan.

That a Lead consultant identified with time and
commitment, and a Keyworker should be
identified. (Model 1 — dedicated keyworker role
from a team of keyworkers. Model 2 -
keyworker is professional already involved
with family but with dedicated time allocated for
transition).

It was identified that a number of Trusts would
be signed up and committed to the transition
pathway.

That a % of inappropriate Alder Hey
admissions would reduce, feedback from
families was also suggested.

Step 4: Review circle of support.

That a lead consultant identified with time and
commitment, also that a Keyworker is
identified. (Model 1 — dedicated keyworker role
from a team of keyworkers. Model 2 -
keyworker is professional already involved
with family but with dedicated time allocated for
transition).

In order to achieve these consultants would
need to have additional allocated PA’s in job
plans, and therefore there should be an
increase in the % of YP with an identified
keyworker and an increase in % of YP with a
personalised transition plan.

Step 5: Refer on to lead adult medical service.

There needs to be improved communication
between adult and paediatric services e.g.
adults writing to say they have received referral
and are taking over YP’s care. During the
transition preparation process the differences

Positive feedback from families is a measure
of a good quality service and patient journey,
feedback also from professionals around
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between paediatric and adult services will
need to be acknowledged, discussed and
addressed with families, the process should be
gradual, so the family and professionals are
confident and ready to say goodbye to
children’s services. Joint funded posts
between paediatrics and adult services were
identified to be a solution to improve
communication and the transition process, and
the possibility of a transition hub was
highlighted. Identification of staff to take on the
role of transition champions within adult and
paediatric trusts were considered to be an
important role, and lastly which was
considered very important was a “One stop
shop” clinic model for complex patients.

confidence in transition would be a firm

indicator.

The % of GP’s getting patients to FUP and
taking it. A % of staff trained in appropriate
communication techniques and strategies with
adolescents was an important outcome
measure, and the feeling of joint working
between children’s to adult services with no
avoidable complications.

Steps 6 & 9: Joint clinics in children’s services
& joint clinics in adult services.

A defined end point is needed, with robust
forward planning and clear criteria — system for
flagging up patients for transition. Joint clinics
with attendance from lead consultants and
keyworkers from adult and paediatric were
also considered to be good solutions, with of
course increased GP involvement.

Positive feedback from families is a measure
of a good positive outcome, as well as
feedback from professionals — satisfaction of a
job well done. The number of joint clinics
successfully held and attended, including
Measurable data in terms of age of attendance
at joint transition clinics for individual patients.
A concrete measurable data set of the age of
transition and the number of YP over the age
of 18 who still attend Alder Hey is a sure
measure of success.

Step 7: Identify a route into urgent care.

To empower the GP and community service by
having strategies in place to escalate care if
needed. An adolescent link person in AED with
the option of an orientation visit to adult AED

A number of potential A&E admissions
managed in the community or a dedicated
adolescent unit, and a measurement of the
number of calls made to out of hours contact.
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for the YP. Out of hours contact numbers for
advice was highlighted as key to success and
for information to be shared and visible in adult
and paediatrics with shared care plans for
patients and community teams. Again, a
measure of feedback from patients and
families was discussed.

Again, patient feedback was also recognised
as a good measure.

Step 8: Young person (16+ years) confident to
move to adult services.

Holding focus groups to ascertain YP’s wishes,
and exploring and managing the expectations
for the YP and their family, also acknowledging
that staff members need appropriate skillset to
deal with YP in adult setting — specialist
adolescent wing was discussed and to include
GP’s empowering them to support families.

Outcomes should be measured using a formal
transition tool similar to AQUA’s “Bridging the
Gap” or “Ready Steady Go”.

Step 10: Young person (18+ years) confident
in adult services.

The service should be age appropriate and YP
should be well prepared on what to expect. YP
should have a keyworker to troubleshoot any
problems the YP might encounter, and their
Transition ~ should be flexible and
individualised. Communications and regular
updates from MDT’s so professionals are kept
aware of how things are progressing was
identified as much needed and it was
acknowledged that services should embrace
technology to support transition e.g.
Facebook, transition APPs etc.

It was identified that more joined up working
between specialities and services were
required and the need for feedback from
professionals — ownership by both sides was
highlighted. Feedback from patients and
families was considered a good outcome
measure. As is the number of patients over the
age of 18 years still accessing services at
Alder Hey.

Figure 3 Break down of the 10 Steps Transition Pathway (Source: Rogers et al., 2019: 7).
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Implementation of the 10 Steps Transition Pathway commenced in 2016. The
transition team which consists of a Trust Clinical Lead for Transition and a Trust
Transition Service Nurse Lead, adopted a phased approach to implementation of the
10 Steps Transition Pathway with early implementation efforts being initially focussed
to four identified specialities within the trust. In the first twelve months, the transition
team worked with Clinical Business Units (CBU) transition leads and transition
champions to facilitate implementation. Implementation was then extended with the
support of the transition team and transition champions to additional specialities within
the trust between 2017-2019. Implementation of the 10 Steps Transition Pathway was
monitored by the trust transition steering group chaired by the Medical Director and

Executive Lead for Transition (Brook and Rogers, 2020).

This is the first study to undertake an independent evaluation of the 10 Steps
Transition Pathway. The study aimed to investigate how the 10 Steps Transition
Pathway was being implemented by healthcare professionals across Alder Hey
Children’s NHS Foundation Trust.

1.5 Realist Evaluation

In considering the best approach to evaluate the implementation of the 10 Steps
Transition Pathway, it was important to examine the existing evidence base for
empirical evaluations of healthcare transition programmes. Chapter 2 explores this in
detail. It highlights how theory-driven evaluations may be a more appropriate fit due to
limited knowledge on the role that implementation processes and contexts play in
determining the success or failure of transition programmes. To examine the
processes that existed within the 10 Steps Transition Pathway’s implementation and
the contexts which influenced or hindered implementation processes and outcomes,
the study employed a realist evaluation framework.

Realist evaluation is a theory-driven approach, which seeks to understand and explain
how and why complex programmes work, for whom and in what contexts (Astbury,
2013; Wong et al., 2017). It stems from the work of Pawson and Tilley (1997) who
argue that programmes themselves do not produce change (outcomes), rather itis the

reasoning of stakeholders to the resources offered by the programme (mechanisms)
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and the appropriateness of social and cultural conditions (contexts). Realist evaluation
recognises the role that human agency plays in determining the success or failure of
programme implementation. Implementation of the 10 Steps Transition Pathway was
dependent on how healthcare professionals reasoned with the resources offered by
the pathway which would then influence the outcomes of implementation.
Implementation of the transition pathway was further context-dependent, and the
evaluation would need to understand how contextual features affected implementation
processes. Realist evaluation allowed an exploration of these important factors and
was thus regarded to be a suitable evaluation framework to guide the study design.
Chapter 3 provides an overview of the underlying assumptions of realist evaluation

which informed the design of the study.

1.6 Research rationale

Ensuring that young people with long-term conditions experience a positive transition
and continue to access adequate healthcare provision upon entering adult services is
a key priority for healthcare organisations. Although national guidance has highlighted
guiding principles for transition and recommended some important features of
transition programmes, these are largely based on best practice. Whilst there remains
a paucity of formal evaluations of transition programmes and their implementation,
studies which do formally evaluate transition programmes are mostly outcome-
focused and fail to acknowledge the agency of implementers and participants and the
context of programme implementation (Moore et al., 2015). This study uses realist
evaluation to examine the processes and contexts within the pathway’s
implementation and their relationships to implementation outcomes. It seeks to
address identified gaps within the transition programme research evidence by
providing important insight into how and why implementation processes and contexts
affect the success or failure of transition programmes. In doing so, it adds new
knowledge and insight into the processes and contexts through which transition
programmes function and offers a broader understanding of organisational behaviour

and how it affects programme implementation.
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1.7 Study aim and research questions

To advance knowledge and understanding of transition programme implementation
specifically, and healthcare programme implementation more generally, this research
aims to examine the processes that exist within the 10-step transition pathway’s
implementation and the contexts which influence or hinder implementation processes

and outcomes. It seeks to answer the main research question:

To what extent do implementation processes and contexts affect the success

or failure of transition programmes?

The main research question will be answered by focusing on the following research
sub-questions:

1. What are the contexts, mechanisms and outcomes that exist within the
programme’s implementation?

2. How do contexts influence or hinder implementation mechanisms and outcomes?
3. How does organisational behaviour affect programme implementation?

4. How useful is realist evaluation as a framework to evaluate programme

implementation?

1.8 Thesis outline

The thesis is structured around seven individual chapters which are described below:

Chapter 1: Introduction

The introduction provides the background to the study, including an overview of the
current context of healthcare transition and introductions to the 10 Steps Transition
Pathway and how this was evaluated using a realist evaluation framework. A rationale
for the study is provided alongside the study aim and research questions. The chapter

concludes with an outline of the overall thesis.

Chapter 2: A narrative literature review of current health transition programme
evaluations
This chapter provides a narrative overview and synthesis of the existing literature on

evaluations of transition programmes in healthcare. The literature review describes
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and summarises current knowledge relating to evaluations of healthcare transition
programmes, and highlights gaps in the existing evidence base. These are used to

inform the research aim and questions which are presented at the end of this chapter.

Chapter 3: Methodology

This chapter describes the different ways in which evaluation can be approached and
the philosophical assumptions underpinning different evaluation frameworks. The
rationale for choosing critical realism and realist evaluation as an evaluation
framework is provided. A critical account of the key tenets of critical realism and realist
evaluation is considered, alongside a description of how they shaped the study design.

Chapter 4: Methods

The methods chapter describes the stages of realist evaluation and how these
supported the study. The chapter discusses the overall research design, approach to
sampling, recruitment, data collection methods, data analysis and ethical

considerations.

Chapter 5: Findings
This chapter presents the findings from the realist evaluation of the implementation of

the 10 Steps Transition Pathway.

Chapter 6: Discussion

This chapter situates the findings that are discussed in Chapter 5 within the wider field
of theory and literature on transition and programme implementation. It provides a
conceptual framework of the transition pathway’s implementation which is used to

inform Chapter 7.

Chapter 7: Conclusions and recommendations

The final chapter summarises the research and describes how the research
contributes to new knowledge. A reflection on the methodological approach is
provided. The strengths and limitations of the study are discussed and

recommendations for practice, policy and future research are outlined.
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1.9 Conclusion

This chapter outlines the current state of healthcare transition, summarising the
evidence on what healthcare transition means, who it affects, why it is important and
what is necessary to make transition successful. The 10 Steps Transition Pathway has
been introduced and the evaluation framework utilised to evaluate its implementation
has been described. The chapter highlights the paucity of formal evaluations of
transition programmes and their implementation, providing a rationale for the research.
The study aim and research questions have been highlighted and an outline for each
chapter within the thesis given. The next chapter of this thesis will examine in more
detail the existing evidence base for evaluations of transition programmes in

healthcare.
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Chapter 2: A narrative literature review of current
health transition programme evaluations

2.1 Introduction

This chapter provides a narrative overview and synthesis of the existing literature on
evaluations of transition programmes in healthcare. The main purpose of this literature
review is to highlight what is currently known about transition programmes and to
identify gaps in the existing knowledge and evidence base relating to evaluations of

healthcare transition programmes.

This chapter begins with a description of the search strategy applied to identify and
retrieve relevant literature on evaluations of healthcare transition programmes. The
chapter is structured according to three overarching themes identified through the
literature review and analysis: multi-factorial transition interventions in healthcare,
multiplicity of outcome measures and complexity of health transition programme
evaluations. The first two themes highlight the diversity and variation of transition
interventions and outcome measures evaluated across studies, which have had a
significant impact on determining the overall effectiveness of transition programmes.
The complex nature of multi-component transition programmes and difficulties
associated with evaluating such complex programmes using traditional evaluation
methods will be discussed throughout theme three. Studies using realist evaluation
approaches will then be explored to identify and understand the value of applying a
realist framework to the evaluation of complex transition programmes. The chapter
concludes with the study research aim and questions which were informed by findings

from this review.

2.2 Narrative literature reviews

Narrative literature reviews are commonly used in healthcare research to identify and
summarise the knowledge relating to a certain topic, highlight gaps in the evidence
and thus provide a justification for the undertaking of new empirical research (Ferrari,
2015; Noble and Smith, 2018). In contrast to systematic literature reviews which apply
rigorous methods to reviewing the literature, narrative literature reviews are

considered to be more selective with the materials included in the review (Cronin et
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al., 2008). The primary purpose of a narrative literature review is to present a broad
perspective on a specific topic (Noble and Smith, 2018) rather than answer a
formulated research question (Cronin et al., 2008). The decision to undertake a
narrative literature review fits with the aims of the review which were to:

e Describe and summarise what is currently known about healthcare transition

programmes and;

e Review existing evaluations of healthcare transition programmes to identify any

gaps or inconsistencies in the evidence base

The next section of this chapter describes the approach taken to searching the

literature on evaluations of healthcare transition programmes.

2.3 Literature search strategy

During the period dating April 2017 to March 2021 a systematic search strategy was
applied to identify and retrieve the most relevant studies carried out which related to
evaluations of healthcare transition programmes. A PICO (population, intervention,

comparator, outcome) table was used to focus the literature search (see table 2.1).

Table 2.1 PICO table

Population Young people with any long-term
condition
Intervention Formal evaluation of healthcare

transition programmes

Comparator Descriptions of healthcare transition
programmes

Outcome Process and outcome transition
measures

Subject specific databases were searched online including Cinahl Complete via
EBSCO Host (inclusive of Medline and Psychinfo), Pub med via NCBI and Cochrane
Database of Systematic Reviews. These databases were chosen as they related
specifically to the area of health and nursing and contained the largest variety of

journals. Search terms included: transition OR transfer AND paediatric OR pediatric
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OR children AND adolescent OR “young adult” AND evaluation AND program OR
programme OR pathway OR intervention. Both British and American spellings were
included in the search in addition to wildcards (*) which were applied to ensure the
inclusion of alternate word endings. Grey literature was also searched via Google

Scholar as well as hand searches of reference lists for included articles.

Inclusion and exclusion criteria were applied to ensure the relevance of articles to the
review aims, as displayed in table 2.2. The decision to limit the search to health service
transitions for young people aged 14-25 was informed by national guidance which
stipulates that transition planning should begin at age 14 and continue into young
adulthood (up to age 25) (DOH, 2006; DOH, 2008; CQC, 2014; NICE, 2016). Abstracts
and full-text articles were initially screened by one reviewer, however decisions to
include/exclude articles were discussed with the supervisory team as part of regular
supervision. The process and results of the literature search are displayed in figure 4
using the PRISMA flow diagram as a guide (Moher et al., 2009). After reviewing 57 full
text articles and assessing them against the inclusion/exclusion criteria a total of 32
articles were identified as meeting the inclusion criteria for this literature review. Details

of the 32 included articles are presented in Appendix A.

Table 2.2: Inclusion and exclusion criteria for literature search

Inclusion criteria Exclusion criteria
Health services transition only Other service transitions
Formal evaluation of a transition Description of a transition programme
programme
Transitions during the period of Transitions during different age periods
adolescence/young adulthood (14-25
years)
English language only Written language other than English
Published within the last 10 years Published prior to 2010
Any long-term condition
Studies focusing on process and
outcome transition measures
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Cinahl complete
(inclusive of Medline
and Psychinfo)

(n = 375)

PubMed
(n=94)

Cochrane

(n=7)

Abstracts screened after exclusion criteria
(English language only and published in the
last 10 years) applied and duplicates removed

(n =272)

Full-text articles assessed for eligibility

(n = 35)

Additional records identified through google
scholar and hand searching reference lists of
retrieved articles

(n=22)

Full-text
articles

A

excluded due
to study

Total articles included

(n=32)

design, no
formal
evaluation and
protocol only

(n=25)

Figure 4: Flow chart of literature selection using PRISMA flow diagram as a guide

(Source: Moher et al., 2009).
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A separate search was carried out to identify empirical research that had applied
realist methods of evaluation to evaluate complex healthcare programmes. The same
databases and strategies were applied, however the key terms differed. Search terms
included ‘realist evaluation®, ‘complex®, ‘program® and ‘health®. English language
only inclusion criteria was applied. Abstracts were reviewed to determine the relevancy
of the papers to the literature review. A total of 4 papers were included. An additional
8 papers were identified through hand searching reference lists and in discussion with

the Centre for Advancement in Realist Evaluation.

Papers were critically appraised to determine their value and relevance to the narrative
of the literature review. Similar themes emerging from the literature were grouped
together to form overarching categories. This resulted in the identification of three
overarching categories:

e Multi-factorial transition interventions in healthcare
e Multiplicity of outcome measures

e Complexity of health transition programme evaluations

2.4 Multi-factorial transition interventions in healthcare

A review of the literature on transition programme evaluations revealed the wide range
and diversity of transition intervention types delivered within health care settings.
Systematic reviews conducted by Crowley et al. (2011), Prior et al. (2014), Chu et al.
(2015) and Campbell et al. (2016) were all unable to directly compare study data due
to the heterogeneity of interventions and different approaches employed when
measuring outcomes. Interventions evaluated varied significantly across empirical
studies with the majority evaluating a number of different intervention types
simultaneously (Chaudhry, Keaton and Nasr, 2013; Dogba et al., 2014; McManus et
al., 2015; Nieboer et al., 2014; Okumura et al., 2014; Gravelle et al., 2015; Jensen et
al., 2015; Sequeira et al., 2015).

Whilst intervention types varied greatly, the pattern emerging from the literature
highlighted three different categories of intervention. These categories can be
classified according to their intended target and include education based interventions

directed at young people receiving transition services, the use of transition co-
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ordinators, keyworkers and joint transition clinics between children’s and adult
services directed at healthcare professionals, and transition pathways and age specific
clinics directed at the organisation of care (Crowley et al., 2011; Kingsnorth et al.,
2011; Nieboer et al., 2014; Prior et al., 2014; Chu et al., 2015; Campbell et al., 2016;
Zhou et al., 2016). The next part of this literature review will thus discuss the most
common types of transition interventions as identified from the literature, highlighting
the heterogeneity of interventions, and will debate why existing evaluations of
transition interventions have so far failed to establish a sufficient evidence base (Allen
et al., 2010; Crowley et al., 2011; Chu et al., 2015; Campbell et al., 2016).

2.4.1 Interventions aimed at the young person

2.4.1.1 Education programmes

The use of patient education programmes aimed to improve individual’s knowledge of
their condition and knowledge of adult health services in preparation for transition was
one of the most commonly used interventions in evaluation studies (Betz, Smith and
Macias, 2010; Crowley et al., 2011; Huang et al., 2014; Okumura et al., 2014; Gravelle
et al., 2014; Davis et al.,, 2014; Sequeira et al., 2015; Wafa and Nakhla, 2015;
Campbell et al., 2016; Gabriel et al., 2017).

One study evaluated a generic technology-based education programme using a
randomised controlled trial (RCT) design (Huang et al., 2014). This study found
significant improvements in disease and health knowledge for treatment group
participants post intervention at two- and eight-month intervals compared to control
group participants (Huang et al., 2014). Evidence for the effectiveness of disease-
specific patient education programmes were found in two systematic reviews carried
out by Crowley et al. (2011) and Campbell et al. (2016) and a further literature review
carried out by Wafa and Nakhla (2015). Campbell et al. (2016) found in three out of
four included studies, that education programmes designed to support individuals with
diabetes mellitus resulted in slight improvements in transitional readiness. Crowley et
al. (2011) similarly found that in four out of ten included studies, disease specific
education programs improved patient's knowledge and self-management of their
conditions. These findings are supported by Wafa and Nakhla (2015) who reported

improvements to diabetes management knowledge following a structured transition
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programme in one study. However, statistically significant differences were found in
only one of several measurable outcomes within six out of ten studies included by
Crowley et al. (2011), all of which were condition specific measures of HbAlc found in
patients with diabetes mellitus. Therefore, although these studies identified slight
improvements in two measurable outcomes the overall effectiveness of educational

programmes reviewed within these studies could not be assessed.

In addition, a RCT carried out by Betz et al. (2010), a retrospective evaluation by
Gravelle et al. (2014), a cross-sectional study by Okumura et al. (2014) and a case
control study by Sequeira et al. (2015) evaluated disease specific education
programmes targeted at young people with spina bifida, cystic fibrosis and diabetes.
Whilst authors suggested that interventions were well received by participants none of
these studies found statistically significant improvements in measurable outcomes for
young people post intervention. The evidence for the effectiveness of patient
education programmes appears to be limited. Most studies have tested specific
conditions with results showing only slight improvements in transitional readiness and
disease specific measures. Allen et al. (2010) conclude that an insufficient evidence
base for the overall effectiveness of education transition programmes makes it

impossible to recommend the implementation of a specific model.

2.4.2 Interventions aimed at staff

2.4.2.1 Transition co-ordinators

Transition co-ordinators/key workers and joint transition clinics between paediatric and
adult services were the two most common types of staff interventions evaluated in the
literature. 12 studies in total evaluated the use of transition co-ordinators/key workers
(Allen et al., 2010; Crowley et al., 2011; Kingsnorth et al., 2011; Chaudhry et al., 2013;
Dogba et al., 2014; Steinbeck et al.,, 2014; Chu et al., 2015; Egan, Corrigan and
Shurpin, 2015; Jensen et al., 2015; McManus et al., 2015; Sequeira et al., 2015; Wafa
and Nakhla, 2015) and eight studies evaluated the use of joint transition clinics (Allen
etal., 2010; Crowley et al., 2011; Chaudhry et al., 2013; Lewis and Noyes, 2013; Shaw
et al., 2013; Gravelle et al., 2015; Stringer et al., 2015; Wafa and Nakhla, 2015).
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A systematic review carried out by Crowley et al. (2011) found that transition co-
ordinators were used in three out of ten included studies, however only two of these
studies were shown to be successful in improving outcomes and these results could
not be attributed to the use of a transition co-ordinator due to the multiple interventions
evaluated within these studies. Similarly, a systematic review carried out by Chu et al.
(2015) found in all five included studies that interventions incorporated nurse case
managers, care co-ordinators and lead physicians. However, increased rates of
transfer could not be causally attributed to the use of keyworkers as programme
designs encompassed multiple components of interventions (Chu et al., 2015). Similar
findings were highlighted in five additional studies which each evaluated the use of
transition co-ordinators simultaneously to other intervention types, thus failing to
demonstrate what part of the overall programme led to improved outcomes (Chaudhry
et al., 2013; Dogba et al., 2014; Egan et al., 2015; McManus et al., 2015; Sequeira et
al., 2015). However, it is important to acknowledge that programme components may
be difficult to disentangle, and it may not be possible to determine which component
led to which outcome as components may only work to produce outcomes in the

context of the whole programme (Moore et al., 2015).

A pilot RCT study carried out by Steinbeck et al. (2014) which evaluated a diabetes
transition programme consisting of a trial transition co-ordinator and standardised
telephone communication support over a 12-month period found no significant
difference in rates of transfer between treatment and control groups. Only one case-
control study carried out by Jensen et al. (2015) individually evaluated the
effectiveness of a social worker as transition co-ordinator in a paediatric rheumatology
clinic in America. Although Jensen et al. (2015) found increased rates of satisfaction
and transfer for young people exposed to this intervention, results of the study were
not statistically significant and could not be generalised to other settings and
populations due to the small sample, the non-validated questionnaire used to assess
satisfaction, the narrow definition of transfer and lack of information for control group

participants (Jensen et al., 2015).

Despite a lack of statistically significant findings for the overall effectiveness of
transition co-ordinators, the importance of this specific role to building and maintaining

relationships with patients, working in partnership and improving continuity for young
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people moving into adult services were highlighted in a mixed method study by Allen
et al. (2010) and a qualitative study by Kingsnorth et al. (2011). However, Allen et al.
(2010) suggest that depending on a single individual such as a transition co-ordinator
to facilitate service transitions for young people is unrealistic. This argument is
supported by a scoping review carried out by Watson et al. (2011) who found that
there was an over-reliance on single transition co-ordinators and transition champions
across services. They found that these individuals were responsible for the
implementation of transition services and questioned the sustainability of services if

such individuals were to leave their positions (Watson et al., 2011).

2.4.2.2 Joint transition clinics

Evidence for the effectiveness of jointly facilitated transition clinics were found in a
mixed method study by Allen et al. (2010), a systematic review by Crowley et al.
(2011), a qualitative comparative embedded case study by Lewis and Noyes (2013)
and a literature review by Wafa and Nakhla (2015). However, whereas Lewis and
Noyes (2013) identified multi-disciplinary working as being the most effective
component of transition clinics, Allen et al. (2010) suggested that young people in their
study preferred simple consultations over multi-disciplinary clinics due to experiences
of confusion when attending such clinics. Both studies also found evidence of young
people and parents disengaging when joint clinics failed to involve young people’s
perspectives (Lewis and Noyes, 2014), and when careful consideration was not given
to the accessibility of joint clinics for young people and their families (Allen et al. 2010).
To draw conclusions from these studies is problematic due to the variation in the
composition of transition clinics and the limited number of evaluation studies carried
out within specific settings for specific conditions. Definitions of transition clinics were
further inconsistent and varied greatly across different studies. Shaw et al. (2013)
found that 21% of clinics in one UK paediatric and neighbouring adult hospital defined
a joint clinic as point of handover. Similarly, both Allen et al. (2010) and Lewis and
Noyes (2013) distinguished between the use of ‘single, handover clinics’ which
predominantly focused on ‘transfer’ and jointly facilitated clinics which were attended

by both children’s and adult professionals and occurred over a period of time.
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A case-control study carried out by Chaudhry et al. (2013) and a retrospective
evaluation by Gravelle et al. (2015) evaluated condition specific joint transition clinics
as part of a wider programme evaluation. Measuring patient satisfaction pre-and-post
intervention using a comparison group, Chaudhry et al. (2013) reported a statistically
significant difference in patient satisfaction following a structured transition programme
for intervention group participants. Gravelle et al. (2015) also reported an improvement
in patient knowledge for young adults with cystic fibrosis following a pre-graduation
workshop which incorporated the use of a joint transition clinic. However, these
findings were not statistically significant. A case report study carried out by Stringer et
al. (2015) reported improved patient satisfaction post transition clinic intervention,
however these findings were similarly not statistically significant. All of these studies
were limited by small sample sizes, use of non-validated measurement instruments,
limited long term follow up and a lack of control group in two out of three studies
(Gravelle et al., 2015; Stringer et al., 2015).

2.4.3 Interventions aimed at the organisation of care

2.4.3.1 Age specific transition clinics

Five studies in total evaluated interventions that targeted service delivery and the
organisation of care (Allen et al., 2010; Crowley et al., 2011; Price et al., 2011; Gravelle
et al.,, 2015; Walter et al., 2018). The use of age specific transition clinics were
evaluated in a systematic review carried out by Crowley et al. (2011) and a mixed
method study carried out by Allen et al. (2010). Crowley et al. (2011) found that
improved outcomes were associated with specific young adult clinics in three out of
four studies, whilst Allen et al. (2010) highlighted the importance that simultaneous
adolescent and young adult clinics facilitated longitudinal continuity between services.
However, Allen et al. (2010) further identified failures in the delivery of age specific
clinics to fully prepare young people for the move to adult services. Poor delivery of
the processes involved as part of age specific clinics were identified by participants as
having a negative impact on their experiences (Allen et al., 2010). These included
standardised transition clinics which failed to address individual need, lack of age-
appropriate consultation styles and poor interpersonal skills of staff delivering the
intervention (Allen et al., 2010). This finding highlights the role that individual staff

members play in facilitating and delivering effective transition services, which is
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supported by similar findings taken from a qualitative study by Kingsnorth et al. (2011)
and a scoping review by Watson et al. (2011).

2.4.3.2 Transition pathways and processes

Transition pathways and structured healthcare transition processes were described in
four separate studies (Price et al., 2011; Gravelle et al., 2015; Walter et al., 2018;
Jones et al., 2019). However, only three of these studies reported findings relating to
the effectiveness of these intervention types (Price et al., 2011; Gravelle et al., 2015;
Walter et al., 2018). A qualitative study carried out by Price et al. (2011) evaluated a
transition pathway which consisted of four separate sessions delivered to young
people in their final year in paediatric diabetes services in one UK hospital. Their
findings suggest that young people did not differentiate between sessions delivered
as part of the transition pathway and normal clinical sessions delivered as part of
routine care (Price et al., 2011). A cross-sectional observational study by Walter et al.
(2018) evaluated a clinical transition pathway, for young people with juvenile-onset
rheumatic and musculoskeletal diseases, which was made up of several different
elements with the main focus being on use of an individual transition plan. They
reported high patient satisfaction and self-efficacy scores following transfer to an
adolescent or adult clinic. Additionally, Gravelle et al. (2015) retrospectively evaluated
a generic transition clinical care pathway (TCCP) implemented in a paediatric hospital
in Canada. Due to low sample size, statistical analysis was not performed and findings
could not be generalised. However, the authors reported difficulties with implementing
a generic transition pathway for young people with complex cystic fibrosis conditions,
resulting in the development of a disease specific transition pathway (Gravelle et al.,
2015). An evaluation of the disease specific pathway is yet to be carried out, and
findings about the effectiveness of transition pathways therefore remain limited at this

time.

2.4.4 Disease specific versus generic transition interventions

Diabetes specific transition interventions appeared to be evaluated most frequently.
Systematic reviews carried out by Crowley et al. (2011), Davis et al. (2014), Prior et
al. (2014), Chu et al. (2015), Campbell et al. (2016) and Gabriel et al. (2017) and a

literature review carried out by Wafa and Nakhla (2015) reported 36 studies involving
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the evaluation of diabetes specific transition interventions. An additional six studies
included in this literature review evaluated diabetes specific interventions (Allen et al.,
2010; Price et al., 2011; Steinbeck et al., 2014; Egan et al., 2015; Sequeira et al.,
2015; Little et al., 2017). Rheumatology specific transition interventions were
evaluated in three studies (Jensen et al., 2015; Stringer et al., 2015; Walter et al.,
2018), cystic fibrosis in three studies (Chaudhry et al., 2013; Okumura et al., 2014;
Gravelle et al., 2015) and a range of different conditions across the remaining studies
(Betz et al., 2010; Lewis and Noyes, 2013; Dogba et al., 2014; Price et al., 2014,
Campbell et al., 2016). Only four studies included in this literature review evaluated
generic transition interventions for a range of different conditions (Kingsnorth et al.,
2011; Huang et al., 2014; Nieboer et al., 2014; Jones et al., 2019).

The dominance of disease specific transition interventions, in particular diabetes,
within the existing literature base on transition programme evaluations makes it difficult
to determine the effectiveness of such interventions for different health conditions, in
particular for those young people with very complex health needs (Crowley et al.,
2011; Chu et al., 2015; Campbell et al., 2016). Support for the effectiveness of
transition interventions further comes mainly from diabetes specific transition
interventions measuring mostly disease specific outcomes (HbAlc) (Crowley et al.,
2011; Gabriel et al., 2017). Only one RCT study carried out by Huang et al. (2014)
demonstrated statistically significant improvements in disease management and
health related self-efficacy following a generic technology based intervention, however
only three different patient groups were involved in this trial (cystic fibrosis, diabetes,

and inflammatory bowel disease).

This section of the literature review has highlighted the ways in which existing
evaluation research has attempted to measure the effect of different transition
interventions on improving health outcomes for young people. However, the
heterogeneity of transition intervention types has made it difficult to make a direct
comparison between studies to determine which intervention has the most successful
outcomes. A lack of evidence on what works best when it comes to healthcare
transition has created difficulties for healthcare providers who wish to develop and
implement evidence-based transition programmes. The next section of this literature

review will continue to identify the gaps in the current research base through exploring
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the multiple outcome measures that are used to evaluate healthcare transition

programmes.

2.5 Multiplicity of outcome measures

A similar pattern was identified across studies relating to the variability of measures
and instruments used to evaluate transition programmes (Crowley et al., 2011; Watson
et al., 2014; Davis et al., 2014; Prior et al., 2014; Chu et al., 2015; Campbell et al.,
2016; Gabriel et al., 2017). Empirical research aimed at evaluating transition
programmes attempted to evaluate their effectiveness by measuring a range of
process and outcome measures. Both process and outcome measures were included
within the literature search. Process measures within transition refer to the way in
which transitional care is delivered, whereas outcome measures refer to the change
that occurs as a result of an intervention (Chu et al., 2015). A review of the literature
on transition programme evaluations revealed that the most frequently used
measurements to determine programme effectiveness were measures of ‘transfer of
care’ (process measure), ‘transitional readiness’, ‘patient/parental satisfaction with

care’, ‘health related quality of life’ and ‘disease specific’ (outcome measures).

2.5.1 Transfer of care

Transfer of care was the most frequently reported process measure identified across
evaluation studies. Nine studies in total measured attendance rates post transition at
an adult hospital to determine whether young adults had transferred and ultimately
transitioned successfully (Crowley et al., 2011; Davis et al., 2014; Okumura et al.,
2014; Chu et al., 2015; Egan et al., 2015; Jensen et al., 2015; Sequeira et al., 2015;
Campbell et al., 2016; Zhou et al., 2016). Many of these studies defined successful
transfer as young adult’s having attended at least one health care visit at an adult
hospital within the last 12 months (Jensen et al., 2015; Okumura et al., 2014; Chu et
al., 2015; Sequeira et al., 2015; Campbell et al., 2016). Four studies in total reported
improvements in rates of transfer post transition intervention (Okumura et al., 2014;
Chu et al., 2015; Egan et al., 2015; Jensen et al., 2015). A case-control study by
Jensen et al. (2015) found that a higher proportion of patients, who had been exposed
to a paediatric rheumatology transition programme transitioned successfully

compared to a control group who had not received the programme. Similarly, a cross
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sectional study by Okumura et al. (2014) found increased attendance rates 6-12
months post transfer for adolescents receiving structured transition interventions.
However, these findings did not show statistical significance and were constrained by
small sample sizes, short term follow up and lack of a comparison group (Okumura et
al., 2014; Jensen et al., 2015). Only one systematic review carried out by Chu et al.
(2015) and one prospective cohort study carried out by Egan et al. (2015) reported

findings that were statistically significant.

In contrast, a systematic review by Campbell et al. (2016) found no significant
difference in rates of transfer following a comprehensive transition programme for
adolescents with diabetes. In a case-control study Sequeira et al. (2015) similarly
reported no significant difference in transfer rates between participants receiving a
structured diabetes transition programme and control group participants receiving
standard care. An integrative review carried out by Zhou et al. (2016) found that
systematic evaluations of transfer measures were weak across studies due to a lack
of tracking mechanisms post transfer and incomplete transition records. They found
evidence of low clinic attendance and loss to follow up post transfer across four studies
included in their review (Zhou et al., 2016).

Systematic reviews by Crowley et al. (2011) and Campbell et al. (2016) highlighted a
lack of information pertaining to how timing of transfer to adult services was decided
for young people. Both Crowley et al. (2011) and Davis et al. (2014) argue that findings
across studies included in their reviews were also compounded by the narrow
definition of ‘transfer’ as an indicator of successful transition. In a systematic review,
Chu et al. (2015) suggest that ‘transfer of care’ as a process measure is inconsistently
assessed and reported in evaluation studies due to different interpretations and
definitions of what constitutes a successful transition. This argument is supported in a
cross-sectional study by Shaw et al. (2013) who found a considerable variation in how
transition services were delivered in 23 different clinics in one UK paediatric and
neighbouring adult hospital. Their findings suggest that many services consist of a
‘transfer/handover clinic’ rather than a structured transition programme (Shaw et al.,
2013).
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Definitions of transfer varied greatly in the studies included in this literature review,
with the majority measuring clinic attendance up to a maximum of 12 months post
transfer from paediatric services. None of the included studies carried out long term
follow up of patients and were therefore unable to identify whether ‘successful transfer’
resulted in improvement to long term health outcomes. Chu et al. (2015) state that the
relationship between improved outcomes and successful transfer is yet to be
definitively established, which raises questions regarding the validity of studies which
use ‘transfer’ as an outcome measure. Longitudinal studies that follow participants
over a period of several years’ post transition may provide more insight into the
relationship between ‘successful transfer’ on long term health outcomes. However,
these study designs remain limited in the area of transition at the current time
(Campbell et al., 2016; Tysbina et al., 2012).

2.5.2 Transitional readiness

Transitional readiness refers to an individual’s awareness and knowledge of their own
condition and their ability to manage their condition, as well as the level of their
communication and self-advocacy skills (Campbell et al., 2016). This literature review
revealed that transitional readiness is a common outcome measure used in transition
programme evaluations, with eight studies in total reporting findings related to
transitional readiness following a transition intervention (Betz et al., 2010; Huang et
al., 2014; Okumura et al., 2014, Steinbeck et al., 2014; Gravelle et al., 2015; Campbell
et al., 2016; Little et al., 2017; Jones et al., 2019). However, the instruments used to
measure transitional readiness varied greatly, with the Transition Readiness
Assessment Questionnaire (TRAQ) being used more commonly in studies carried out
by Huang et al. (2014), Okumura et al. (2014) and Little et al. (2017).

An RCT carried out by Huang et al. (2014), a cross-sectional study by Okumura et al.
(2014) and a quantitative study by Little et al. (2017) all assessed the effectiveness of
TRAQ in determining transitional readiness in young people with a range of complex
health needs. Huang et al. (2014) reported significant improvements in performance
of health-related self-efficacy and disease management tasks for intervention group
participants compared to control group participants following a technology

programme. In contrast, Okumura et al. (2014) reported no statistically significant
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differences in self-advocacy and self-management scores between intervention and
control groups pre-and post-intervention. Little et al. (2017) similarly found no
significant relationship between high TRAQ scores and effective disease

management.

An integrative review carried out by Zhang et al. (2014) which evaluated the
psychometric properties of transition readiness assessment tools in young people with
chronic disease, highlighted the strengths of TRAQ. These strengths included positive
scores for content, good construct validity and TRAQ's ability to assess less common
diseases where disease specific tools had not been developed (Zhang et al., 2014).
However, TRAQ was developed and implemented in the USA which has a significantly
different health care system to the UK, thus raising questions as to its applicability to

other health care settings (Campbell et al. 2016).

A retrospective evaluation by Gravelle et al. (2015) adapted the ‘AM | ON TRAC’
guestionnaire to measure young people’s perceptions of readiness to transfer to an
adult hospital environment. They found improvements in post-test scores following a
cystic fibrosis education intervention. However, these findings were not statistically
significant and sample size of participants was extremely small (n=6) (Gravelle et al.,
2015). The application of the ‘AM | ON TRAC'’ tool has also been criticised for relying
too much on self-report which allows individuals to express their own capabilities, thus
allowing for possible over-estimation or under-estimation of skills and abilities
(Moyhihan et al., 2014). The tool is further only available in the English language and
has only been tested in Canada with small samples, which impacts on the application

of the tool to other settings and generalisation of its findings (Gravelle et al., 2015).

Two further RCT studies used different instruments including the Denyes self-care
practice instrument (DSCPI-90) (Betz et al., 2010) and a readiness to transfer checklist
with the validated Harter self-perception profile (Steinbeck et al., 2014) to measure
transitional readiness in adolescent’s post transition intervention. Betz et al. (2010)
reported little or no difference in transitional readiness outcomes (Campbell et al.,
2016), whilst Steinbeck et al. (2014) failed to report transitional readiness scores at 12
months follow up (Campbell et al., 2016). A lack of available empirically tested

transitional readiness instruments were however recognised as a limitation by Betz et
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al. (2010), who argued that tools used within their study did not have the correct level
of sensitivity and specificity required. An integrative review by Zhang et al. (2014)
supports this argument highlighting the lack of well-established and tested transitional
readiness assessment tools. Findings from their integrative review suggest that no
‘gold standard’ measure of transitional readiness has been established, and whilst
TRAQ has been evaluated as the most valid tool, limitations as to its applicability to
other health care settings and culturally diverse populations remain (Zhang et al.,
2014).

2.5.3 Patient/parental satisfaction with care

Patient/parental satisfaction with care was frequently reported as a transition outcome
measure within the literature base. Eight studies in total used different instruments to
measure patient/parental satisfaction before, during and/or following a transition
intervention (Chaudhry et al., 2013; Shaw et al., 2013; Davis et al., 2014; Nieboer et
al., 2014; Prior et al., 2014; Jensen et al., 2015; Stringer et al., 2015; Walter et al.,
2018). A systematic review by Gabriel et al. (2017) reported statistically significant
outcomes for patient satisfaction in seven out of ten studies. However, both Gabriel et
al. (2017) and Prior et al. (2014) found that the range of instruments used across
studies included in their systematic reviews varied greatly, with few instruments being

validated and no common measurement framework being applied.

The most frequently used instrument was the ‘Mind the GAP scale’ (Shaw et al., 2013;
Nieboer et al., 2014). This instrument worked by measuring the difference between
patients and parent’s perceptions of ‘actual care’ and ‘best care’ (Shaw et al., 2013).
A cross-sectional study carried out by Shaw et al. (2013) found no significant
difference in satisfaction between young people who had received the transition
programme, compared to those who had not. However, they did find a statistically
significant difference between parental satisfaction with parents whose children had
received the transition programme rating the service higher than those whose children

had not received the programme (Shaw et al., 2013).

A prospective cohort study by Nieboer et al. (2014) reported statistically significant

improvements in patient’s experiences of care delivery in two areas on the ‘Mind the
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GAP scale’, adolescents being seen alone during clinic appointments and deciding
who should be present during consultations, following a structured transition
programme. In their systematic review Campbell et al. (2016) further argue that the
concept of ‘usual care’ applied within the ‘Mind the GAP scale’ is open to interpretation
due to the inconsistency and variation in transitional care across different services.
Furthermore, in Shaw et al's. (2013) study problems with duplication arose with some

confusion over the definitions of ‘usual care’ and ‘best care’.

A cross sectional observational study by Walter et al. (2018) used the ‘on your own
feet transfer experience scale’ (OYOF-TES), which is a validated tool, to measure
patient experience and satisfaction for two groups of adolescents following transfer to
an adolescent or adult clinic. They reported high scores on the satisfaction scale for
both groups (Walter et al., 2018). However, the response rate for adolescents who
had transferred to an adult clinic was low (36%) as compared to those who had
transferred to an adolescent clinic (61%) and adolescents in both groups had only
transferred to one institution which influenced the external validity of the study (Walter
et al., 2018).

Other studies measuring patient/parental satisfaction used non-validated, self-devised
guestionnaires (Chaudhry et al., 2013; Jensen et al., 2015; Stringer et al., 2015). A
case-control study by Chaudhry et al. (2013) found that patients with cystic fibrosis
who had participated in a formal transition programme were more likely to have higher
satisfaction rates than those who had not participated. Similarly, a case-control study
by Jensen et al. (2015) used a self-devised ten item satisfaction questionnaire
determining that 81% of their sample rated high satisfaction with a transition
programme in a Rheumatology clinic. A case report study by Stringer et al. (2015)
additionally reported improved levels of overall satisfaction following a transition clinic
intervention. However, differences within these studies were not statistically significant
and authors across all three studies agreed that due to the limited focus on condition
specific groups findings did not generalise to other patient groups (Chaudhry et al.,
2013; Jensen et al., 2015). Loss of control group participants (Jenson et al., 2015),
difficulties with patient recall (Chaudhry et al.,, 2013) and low response rates
associated with the use of self-report instruments across studies compromise the
validity of findings (Prior et al., 2014).
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2.5.4 Health related quality of life

Eight studies in total reported findings on health-related quality of life outcomes
following the implementation of a transition intervention (Betz et al., 2010; Davis et al.,
2014; Huang et al., 2014; Prior et al., 2014; Egan et al., 2015; Sequeira et al., 2015;
Campbell et al., 2016; Gabriel et al., 2017). Two RCT studies carried out by Betz et
al. (2010) and Huang et al. (2014) found no significant improvement in health-related
quality of life for intervention group participants compared to control group participants
following structured transition interventions. Only one case-control study carried out
by Sequeira et al. (2015) reported statistically significant improvements in global well-
being for intervention group participants compared to control group participants at 12
months follow up. However, no significant improvement was reported on life
satisfaction. Additionally, a prospective cohort study by Egan et al. (2015) found no
significant difference to health-related quality of life for adolescents with diabetes
following a structured transition intervention. However, they did find a statistically
significant reduction in diabetes-related distress post transition intervention, thus
suggesting that a structured transition programme may be effective in reducing
diabetes-related distress (Egan et al., 2015). Whilst health-related quality of life is
measured frequently across evaluation studies of transition programmes, findings that
support improvements to health-related quality of life following a structured transition
programme remain limited. A systematic review by Prior et al. (2014) suggests that
guality of life measures may not be suitable when measuring the impact of an
intervention as compared to measuring the overall quality of health care.

2.5.5 Disease specific measures

Disease specific outcome measures were reported in ten different studies included
within the literature review (Crowley et al., 2011; Watson et al., 2011; Davis et al.,
2014; Prior et al., 2014; Chu et al., 2015; Egan et al., 2015; Wafa and Nakhla, 2015;
Campbell et al., 2016; Gabriel et al., 2017; Little et al., 2017). A systematic review by
Prior et al. (2014) found that disease specific measures were viewed as the primary
outcome measure in 13 studies evaluating transition interventions for diabetes
mellitus. Similarly, systematic reviews carried out by Crowley et al. (2011), Watson et
al. (2011), Davis et al. (2014), Chu et al. (2015), Campbell et al. (2016) and Gabriel et

al. (2017) found that transition programmes evaluated for individuals with diabetes
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mellitus had used disease specific measures of HbAlc control as a primary outcome

measure to determine transition success.

Only one study reported significant improvements in disease specific measures post
transition intervention (Crowley et al., 2011). A systematic review by Crowley et al.
(2011) found statistically significant improvements in outcomes following transition
interventions in six out of ten studies which were all specific to diabetes mellitus.
Although these studies had examined several outcome measures, only one measure
showed statistical significance (HbAlc) (Crowley et al., 2011). In their systematic
review, Gabriel et al. (2017) reported a decline in HbAlc levels in eight studies,
however they do not report on whether these results were statistically significant. In
contrast, four studies reported no significant difference in HbAlc levels post transition
intervention (Chu et al., 2015; Egan et al., 2015; Campbell et al., 2016; Little et al.,
2017).

However, although there is some evidence of improvement in HbAlc levels for
individuals with diabetes mellitus who have been exposed to a transition intervention,
there is little evidence to demonstrate whether this improvement was a result of an
intervention or other external factors that adolescents experience during transition.
Forbes et al. (2001) suggest that interventions themselves may not lead directly to
improved clinical outcomes when taking into consideration adolescent problems that
may affect HbAlc levels. These findings are thus open to interpretation and may not
fully determine the impact of an intervention on improved outcomes. Due to these
studies predominantly focusing on diabetes mellitus, it is difficult to relate these
findings to other long-term conditions (Prior et al., 2014). Comparisons across different
conditions and populations thus cannot be made as the same interventions may lead

to different outcomes for individuals without diabetes mellitus.

2.5.6 Methodological challenges of health transition programme
evaluations

As highlighted throughout the first section of this literature review the interventions and
outcomes used to measure the effectiveness of transition programmes vary greatly,
with no standardised approach to evaluation. Existing evaluation studies of transition

programmes are further fraught with methodological weaknesses (Watson et al., 2011;
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Davis et al., 2014, Prior et al., 2014; Wafa and Nakhla, 2015; Campbell et al., 2016).
Instruments designed to measure outcomes ranging from patient satisfaction to
transitional readiness vary greatly, with no one tool or outcome measure being
evidenced as any more effective than the other (Davis et al., 2014). Most instruments
further relate to specific conditions which limits the generalisation of findings when
applied to other groups of people with differing health conditions. Additionally, most
instruments have not been validated and have very little evidence to back up their
overall effectiveness (Zhang et al., 2014). Although much research, policy and good
practice guidance agrees on what transition processes should include (Colver et al.,
2013), a lack of well-defined, accepted outcome measures relating to transition
success continues to create barriers to support the development of transition
programmes (Davis et al., 2014). Consequently, there remains a lack of evidence in
the existing literature base to support the effectiveness of transition programmes in
improving health outcomes for young people.

Empirical evidence for the effectiveness of transition programmes is further limited by
a lack of rigorously evaluated interventions (Crowley et al., 2011; Watson et al., 2011;
Chu et al., 2015; Campbell et al., 2016). Systematic reviews by Crowley et al. (2011),
Watson et al. (2011) and Gabriel et al. (2017) highlight the paucity of objective
evaluations of transition programmes in the current literature base, with the majority
of studies instead providing descriptive accounts. Study designs also vary greatly
ranging from randomised controlled trials (Betz et al.,, 2010; Huang et al., 2014;
Steinbeck et al., 2014) to prospective cohort studies (Nieboer et al., 2014; Egan et al.,
2015) and qualitative study designs (Kingsnorth et al., 2011; Price et al., 2011; Lewis
and Noyes, 2013). However, systematic reviews carried out by Crowley et al. (2011),
Chu et al. (2015) and Campbell et al. (2016) highlight significant limitations relating to
the robustness of such study designs. These limitations include non-randomisation
(Crowley et al., 2011; Chu et al., 2015; Sequeira et al., 2015), limited blinding
(Campbell et al., 2016), lack of comparison groups (Crowley et al., 2011; Shaw et al.,
2013; Davis et al., 2014; Prior et al., 2014; Wafa and Nakhla, 2015), and problems
associated with using ‘usual care’ as a control for comparison studies (Campbell et
al., 2016) or pre-existing data from patients who transitioned before the

implementation of a structured transition programme (Davis et al., 2014).
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Sample sizes across studies also vary greatly with the majority using small samples
of between 11 (Price et al., 2011) to 165 participants (Chu et al., 2015). Many studies
highlighted limitations associated with using small samples including an inability to
generalise study findings (Price et al., 2011; Chaudhry et al., 2013; Okumura et al.,
2014; Egan et al., 2015; Gravelle et al., 2015; Jensen et al., 2015; Wafa and Nakhla,
2015; Gabriel et al., 2017), a lack of statistically significant findings (Okumura et al.,
2014) and failure to compare clinical outcomes as a proxy measure of transition
success (Sequeira et al., 2015). Both Steinbeck et al. (2014) and Chu et al. (2015)
highlight challenges with recruiting participants within the age range of 16-21 when
transition takes place. Slow recruitment of participants had a significant impact on

sample size used in Steinbeck et al’'s (2014) pilot RCT study.

Additionally, studies which evaluate long term health outcomes and provide long term
outcome data are currently few in the existing literature base (Crowley et al., 2011,
Davis et al., 2014; Egan et al., 2015; Campbell et al., 2016). Follow up periods used
across studies range from 4 months (Campbell et al., 2016) to 18 months (Okumura
et al., 2014). Systematic reviews by Crowley et al. (2011) and Campbell et al. (2016)
argue that such brief periods of follow up fail to demonstrate the impact of transition
programmes on the long-term health status of young adults. In their RCT study, Betz
et al. (2010) found that the period to evaluate a transition intervention for adolescents
with spina bifida was insufficient in measuring changes to long term outcomes which
extend for many years beyond the intervention itself. A greater understanding of how
and to what extent transition programmes improve long term health outcomes for
young adults is thus vital to future research within this area (Crowley et al., 2011;
Campbell et al., 2016).

Furthermore, a mixed method study carried out by Allen et al. (2010) and systematic
reviews by Crowley et al. (2011), Chu et al. (2015) and Campbell et al. (2016) highlight
the complex nature of transition programmes which consist of multiple, concurrent
components making analysis of findings difficult to demonstrate due to the lack of
homogeneity. Only one case-control study included in this literature review evaluated
an individual transition intervention (Jensen et al., 2015), with the remaining studies
evaluating multiple components of transition programmes simultaneously, thus failing
to demonstrate which aspect of the programme led to observable outcomes (Chu et

al., 2015). Therefore, whilst some evaluation studies reported slight improvements to
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outcomes post intervention (Crowley et al., 2011; Shaw et al., 2013; Huang et al.,
2014; Sequeira et al., 2015) they failed to explore and explain in depth how and why

these cha