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parents during transition from children’s to adult
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Abstract

Background: Transition from children’s to adult epilepsy services is known to be challenging. Some young people
partially or completely disengage from contact with services, thereby risking their health and wellbeing. We
conducted a mixed-method systematic review that showed current epilepsy transition models enabling information
exchange and developing self-care skills were not working well. We used synthesised evidence to develop a
theoretical framework to inform this qualitative study. The aim was to address a critical research gap by exploring
communication, information needs, and experiences of knowledge exchange in clinical settings by young people
and their parents, during transition from children’s to adult epilepsy services.

Method: Qualitative comparative embedded Case study with 2 ‘transition’ cases (epilepsy services) in two hospitals.
Fifty-eight participants: 30 young people (13-19 years) and 28 parents were interviewed in-depth (individual or
focus group). Clinical documents/guidelines were collated. ‘Framework’ thematic analysis was used. The theoretical
framework was tested using themes, pattern matching and replication logic. Theory-based evaluation methods
were used to understand how and why different models of service delivery worked.

Results: A joint epilepsy clinic for young people 14-17 years coordinated by children’s and adult services was more
likely to influence young people’s behaviour by facilitating more positive engagement with adult healthcare
professionals and retention of epilepsy-related self-care information. Critical success factors were continuity of care,
on-going and consistent age-appropriate and person centred communication and repeated information exchange.
Three young people who experienced a single handover clinic disengaged from services. Psychosocial care was
generally inadequate and healthcare professionals lacked awareness of memory impairment. Parents lacked
knowledge, skills and support to enable their child to independently self-care. Translation of transition policies/
guidelines into practice was weak.
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practice/intervention development and research.

Conclusion: Findings make a significant contribution to understanding why young people disengage from epilepsy
services, why some parents prevent independent self-care, and what constitutes good communication and
transition from the perspective of young people and parents. The type of service configuration, delivery and
organisation influenced the behaviours of young people at transition to adult services. The novel theoretical
framework was substantially supported, underwent further post-hoc development and can be used in future

Keywords: Young people, Parents, Epilepsy, Transition, Qualitative case-study, Theory-based evaluation,
Communication, Information needs, Knowledge exchange, Epilepsy nurse specialist

Background

Epilepsy is a common long-term neurological condition
affecting approximately 5-7 cases per 10,000 children
and young people every year [1]. Epilepsy has life-long
consequences and children require a process of transi-
tion to adult epilepsy services for their on-going life-
course management. Young people require high levels
of self-care and self-management skills to achieve effec-
tive epilepsy control, and optimal epilepsy-related qual-
ity of life and general wellbeing. The adolescent years
are associated with many specific challenges, including
striving for independence. There are global reports
[2,3], backed up by our own clinical experience, of
young people partially or fully disengaging with health
services to ‘go it alone’ without support from healthcare
professionals during the transition from children’s to
adult services. Any degree of disengagement from epi-
lepsy services could have serious consequences for the
health and wellbeing of young people and presents a
major challenge to health service providers.

Transition models and pathways between children’s
and adult epilepsy services have been designed for use in
many developed country contexts [4,5]. Children’s ser-
vices in the United Kingdom (UK) are mostly designed
for children under 19 years and there is some inter-
national variation in the age at which adult services
commence. Little is known about this critical period of
time in the lives of young people or why some young
people disengage partially or fully with treatment and
professional support. Addressing this gap in knowledge
is critical to the development of effective epilepsy ser-
vices that enable young people to stay engaged with pro-
fessionals, optimally self-care and manage their epilepsy
during transition and beyond. The purpose of the study
reported here is to start addressing this significant gap
in knowledge.

Theoretical Framework

We previously undertook a mixed-method systematic re-
view [6] to develop the theoretical framework and prop-
ositions used to inform the qualitative Case study

reported here. The theoretical framework represents
several explanatory pathways and mechanisms as to
how young people engage in communication and in-
formation exchange with healthcare professionals in
routine clinical encounters. At its most basic, we
hypothesised that young people with epilepsy who
actively participate in consultations with healthcare pro-
fessionals, and who are able to ask questions and receive
accurate information, develop skills to manage their
epilepsy and are given the freedom by their parents to
lead an independent life. Whereas young people with
epilepsy that do not interact and ask questions during
their consultations develop misconceptions, are afraid
to ask questions due to fear of negative consequences,
and this may lead to dependence on their parents and
potentially disengaging from services.

Communication, information and knowledge exchange in
clinical encounters

‘Knowledge exchange’ in the context of this study
is defined as an essential communication process of
exchanging epilepsy information and knowledge in
its broadest context between healthcare professionals,
young people and their families. This communication
and knowledge exchange process is conceived as vital
for young people and their families to develop self-
management and self-care skills. Within these specific
healthcare contexts, communication between specialist
epilepsy healthcare professionals and young people is
conceptualised from varying conceptual, theoretical,
policy and practice perspectives in literature and
clinical guidance. Whilst there is conceptual clarity on
intent in transition policy and clinical guidelines,
there is little age-appropriate practical guidance on
how to translate essential elements and aspirations
(such as utilizing active listening skills with teenagers)
into routine clinical practice. Observational and
qualitative studies looking at child-centeredness and
age-appropriate communication in clinical encounters
have reported important deficiencies across all age
groups [7].
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Health literacy

The current qualitative Case study was conducted along-
side an extensive 7 year mixed-method programme
of work looking at children’s health literacy, analysis
of available condition-specific health information, and
development and evaluation of a suite of educational
interventions to promote long-term self-management of
diabetes type 1 [8-10]. Within a wider long-term condi-
tion context, our parallel qualitative studies into health
literacy suggested that condition-specific knowledge may
not by itself support adherence either in childhood or as
a young person. More importantly, failure to involve
children and young people with long-term conditions in
routine clinical encounters with healthcare professionals
and decision-making appeared more likely to result in
sub-optimal self-management in childhood and potential
disengagement from professional support.

The ability to use condition-specific information to
support decision-making and self-care is undoubtedly
linked to health literacy. In this context health literacy
means the degree to which children and young people
have both the motivation and capacity to obtain, process
and understand basic epilepsy-specific self-care and
management information, and make optimal use of epi-
lepsy services and epilepsy support to make appropriate
decisions about their medicines management and life-
style adjustments. Medication literacy encompasses the
skills needed to access, understand and act on medicines
information. In the parallel Information Matters Project
[10] our interest in medication literacy (including epi-
lepsy medication) was the availability, effective commu-
nication and facilitation of information to support the
decisions of children, young people and their families
made at home, and in their everyday lives. In contrast,
the current qualitative Case study went a step further by
exploring young people and their parents’ experiences
of communication, information and knowledge exchange
in routine clinical encounters in two epilepsy services.
As our mixed-method systematic review had flagged
memory impairment as an epilepsy-specific issue, we set
out to specifically look for the impact of memory impair-
ment as described by children, young people and their
parents.

Self-care and self-management

Although both terms are often used interchangeably in the
literature, Kirk et al. [11] conceptualise important diffe-
rences between self-care and self-management. Self-care
refers to the broad range of activities people do to manage
living with a long-term condition, whereas self-management
relates to aspects such as condition monitoring, symptom
management and the instigation of therapies and medica-
tions. Adoption and maintenance of specific behaviours is
required to safely self-care and manage epilepsy [12].
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Transition from children’s to adult services
For the purposes of this qualitative Case study, we used
the definition of ‘transition’ that is used in UK and
European policy and practice. “Transition’ is conceptualised
as the ‘phase or period of time between the teens and
twenties which is broken up educationally and adminis-
tratively. During the transition phase there are changes of
responsibility from child to adult services, from school to
further and higher education and from childhood depen-
dence to adult responsibility’[13]. In the United States
(US), however we acknowledge that ‘transition’ is defined
and conceptualised slightly differently with variation in
linguistic meaning, with ‘transition’ being the process by
which young people become more involved in their care
and condition-specific management, whilst ‘transfer’ refers
to the physical movement from children’s to adult services.
The aim of this qualitative comparative embedded
Case study was to explore the views of young people
with epilepsy (and their parents) about their experience
of communication, information and knowledge exchange
in two epilepsy services. The research questions were as
follows. In each Case:

e How has the service attended to the epilepsy,
biological, psychosocial and educational information
needs of young people with epilepsy?

e How did young people with epilepsy experience
communication and information exchange with
healthcare professionals in the epilepsy clinic?

e How much support and information have parents
received from the service to enable them to
encourage safe independent epilepsy self-care and
management?

Methods
Design and setting
A qualitative comparative embedded Case study (see
Figure 1) [14] enables investigation of a contemporary
phenomenon in depth within real-life contexts, espe-
cially where the boundaries between phenomenon and
context are not clearly evident [14]. A “Case connotes a
spatially delimited phenomenon observed at a single
point in time or over a period of time” and can “be
created out of any phenomenon so long as it has identi-
fiable boundaries and comprises the primary object of
inference” [15]. A case can be an individual, a role, a
small group, an organisation or a nation [16], it can also
be an event, a concept, a programme or a process [17].
The real life phenomena being explored were the
epilepsy services (the case), and young people with
epilepsy and their parents. The focus was specifically
on communication with healthcare professionals and
experience of information and knowledge exchange in
different clinic settings during transition from children’s
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Figure 1 Comparative embedded qualitative Case study design.
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to adult services. A qualitative Case study becomes em-
bedded when it contains more than one sub-unit of ana-
lysis. When individuals are the unit of analysis (or in this
study embedded-units) their experiences are an impor-
tant factor [18] and can develop rich descriptions and
understanding about their experience of information and
knowledge exchange in the epilepsy services. Findings
are therefore more likely to have a direct influence on
policy, practice and future research [19].

The qualitative unit of analysis was therefore children’s
and adult epilepsy services in two District General
Hospitals (Case 1 and Case 2) and two embedded-units
of analysis were young people and their parents within
each Case. The different models are shown in Figures 2
and 3.

Case 1 (please see Figure 2)

The epilepsy service programme theory in Case 1
followed a model of care delivered by children’s services
until the young person reached aged 17 vyears. This
model of care was child and family centred and inclusive
of parents. When the young person reached 17 years,
and it was determined that the young person needed on-
going care in adult services, the programme logic was to
‘handover’ the young person to adult services via a single
handover clinic for epilepsy-specific care. The epilepsy
service programme theory in adult services entailed the
young person being seen as an adult, and able to take
responsibility for their epilepsy, independent of parents.
Other young people were directly transferred from the
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children’s clinic to the adult epilepsy clinic without
experiencing a single ‘handover’ clinic, and some young
people who were diagnosed at 16—17 years were referred
directly to the adult clinic. No rationale was available
to explain the various care pathways young people
experienced.

Case 2 (please see Figure 3)

The epilepsy service programme theory in Case 2 was
that young people were identified in children’s services
at an early age as being in need of future care in adult
services when older. The programme theory was young
person centred, inclusive of parents, and between 14—17
years involved joint care in a teenager clinic by a pae-
diatrician, adult neurologist and a children’s epilepsy
nurse providing specialised epilepsy management. The
children’s services in Case 2 also followed a model of
care whose programme theory attended to the young
person’s medical (including epilepsy), psychosocial and
educational (school) needs. Care was child and family
centred and inclusive of parents. The programme logic
involved children’s services seeing the young person over
months and years, at alternate intervals to the joint
teenager clinic, to facilitate a smooth transition and pro-
vide opportunities for the young person and family to
discuss any concerns.

If the young person reached 16-17 years of age and
did not require on-going care in children’s services the
programme logic was to transfer the young person to
adult services for epilepsy-specific care. The programme

Case 1

15 young people participated

6/12 young people (aged 16-17 years)
transferred directly from children’s services to

adult services

3/12 young people
(aged 17 years)
transferred to
handover clinic

Children’s
services

Children‘s epilepsy clinic
(0-17 years) facilitated by
Paediatrician and/or
children’s epilepsy nurse
in children’s out-patients
department

R T—

12/15 children/young people (0-17
years) started in children’s services
from time of diagnosis

(3/12 of which still attended
children’s services at time of data
collection)

Figure 2 Model of transition Case 1.
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Case2
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collection)

Figure 3 Model of transition Case 2.

theory in adult services involved the young person being
viewed as an adult, and therefore able to take respon-
sibility for their epilepsy, independent of parents. As in
Case 1, some young people were transferred directly
from children to adult epilepsy services and others were
referred directly to the adult epilepsy clinic with no
explanation about why this occurred.

Participants

All young people aged between 13—19 years with epilepsy
attending the children’s, transitional teenager, handover
and adult epilepsy clinics were identified in each Case.
Young people were included if they had a diagnosis of
epilepsy and who had reported experience of a seizure in
the past 12 months. Young people who were recruited
needed to be able to participate in a young person centred
interview or focus group and be able to communicate
their own views and experiences from their own perspec-
tive. Young people with severe learning disabilities (and
their parents) were not included in this study as they were
considered a different group with specific information and
communication needs. Young people with severe learning
disabilities are generally reliant on their parents for
engagement and participation in epilepsy services with
healthcare professionals, and usually do not have the
capacity to disengage from services by themselves. Parents
of young people with epilepsy who met the inclusion cri-
teria were also invited to participate. Written informed
consent was obtained from young people over 16 years
and parents. Written informed assent was obtained from

young people under 16 years and, in addition, written
informed proxy consent was obtained from parents/
guardians.

Data collection

Qualitative Case study research methodology is cha-
racterized by multiple data collection methods
through triangulation, which strengthens the validity
of the findings [14]. Gathering rich, contextual data
from multiple sources about the phenomenon pro-
vides a holistic and deeper understanding of real-life
contexts and is considered to be more rigorous when
compared to other qualitative methods [20]. Primary
sources were individual, small group interviews and
focus groups [21]. Young people and parents chose
the mode of interview most suitable to themselves.
Secondary sources included documentation, archival
records and physical artefacts. Following the process
of replication logic, data were first collected in Case
1 and then replicated in Case 2 in exactly the same
way.

Data analysis
To achieve a high quality qualitative analysis four main
principles were maintained:

e All evidence collected from multiple sources was
included;
o All rival explanations were considered;
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e The most important findings were presented in this
context; and

e The researchers’ personal experiences and expert
epilepsy knowledge was used to interpret the
evidence [14].

A two-stage analytical approach was guided by the
theoretical framework and propositions [6]. First, the-
matic analysis using the Framework approach [22] was
used to explore experiences of young people with
epilepsy and their parents attending epilepsy services in
Case 1 and Case 2. Second, pattern matching [23]
(Figure 4) using theory-based evaluation was applied to
test the theoretical framework and propositions and
better understand which particular models of service
delivery worked during transition to adult services, for
whom, and in what contexts.
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The ‘Framework’ is an analytical approach for applied
policy research with five stages:

Familiarisation;

Identifying a thematic framework;
Indexing;

Charting; and

Mapping and interpretation

Relevant content of retrieved documents and archival
records were analysed using qualitative content analysis
[24]. The presence and/or absence of documents helped
identify which models of service delivery, guidelines,
policies and processes were being used in healthcare
contexts in the two transition cases. Interviews and
focus groups were transcribed verbatim. Other narrative
data retrieved from documents and archival records
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Figure 4 Pattern Matching (Trochim, 1989 [23]).
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were collected and sorted. Computer software [25] was
used to manage narrative data. Thematic analysis was
conducted within each case, and then across the two
transition cases. Following familiarisation with the evi-
dence, an a priori index of codes (Figure 5- thematic
coding diagram) was developed, informed by the study
theoretical framework and propositions [6]. Index codes
were then applied to the evidence. Interpretation of
evidence was guided by creating charts and maps for
further interrogation, discussion and refinement.

Pattern matching [23] (Figure 4) involved matching
expected patterns in the theoretical framework and pro-
positions to observed patterns in the qualitative compara-
tive embedded case study themes. We used a deductive
approach by applying each Case study theme to the theo-
retical framework and each theoretical proposition, noting
patterns and any clustering of ideas to determine whether
case study themes agree or disagree (rival explanation)
with the propositions. Theoretical ‘expected’ patterns were
considered to be a ‘series of benchmarks’ against which
observed patterns were compared. Yin [14] talks about
‘significant’ findings, but in this qualitative context he
actually refers to presenting the most ‘important’ findings.

We then used Miles and Huberman’s [16] tactics
for generating meaning and theoretical coherence by
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adopting theory-based evaluation methods to interrogate
findings from pattern matching. This approach enabled
better understanding of which particular models of
service delivery worked during transition to adult ser-
vices, for whom, and in what contexts. We adopted both
Pawson and Tilley [26], and similar positions on mecha-
nisms of action as summarised by Asbury and Leeuw
[27] that ‘Interventions such as epilepsy service models
work at transition (have successful outcomes) only in
so far as they introduce appropriate ideas and oppor-
tunities (mechanisms) for people (children, parents,
professionals) in the appropriate social and cultural con-
ditions (contexts). The mechanism of change is not the
intervention (epilepsy service model and components),
but the behavioural response that the intervention and
associated activities generate’.

Post-hoc theory development

At the end of the analysis we had an overall picture of
where expected patterns in the theoretical framework
(Figures 6 and 7) and propositions (Table 1) matched
with observed patterns in Case study data. These data
were used to support and further develop the theoretical
framework and a programme theory to inform future
intervention and practice development.
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Figure 5 Themes from comparative embedded qualitative Case study.
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Ethical considerations

Ethical approval was obtained from the local NHS re-
search ethics committee. Procedures adhered to standard
research governance arrangements for data protection
and safeguarding of vulnerable people. Young people and
parents were reminded of the requirement to maintain
confidentiality if participating in data collection activities
with other parents or young people.

Researcher/practitioner and reflexivity

In this Case study a researcher/practitioner (SL) conducted
the interviews and focus groups and was known to some,
but not all, of the participants (young people with epilepsy
and their parents). Young people under the age of 16 years
and those still attending the joint teenager clinic and/or
waiting for an appointment in adult clinics would not have
met the researcher/practitioner prior to data collection.
Young people who attended clinics in adult services at
the time of the study had either met the researcher/
practitioner as epilepsy nurse specialist on one previous

occasion, or would subsequently meet her in her role as
epilepsy nurse specialist at their next appointment. Young
people who knew the researcher/practitioner as their epi-
lepsy nurse specialist appeared to be more at ease and
appeared to have no apparent difficulty talking in detail
about their experiences. In contrast, participants whom
the researcher/practitioner had not met before initially
appeared less forthcoming. The researcher/practitioner
was however able to use their epilepsy-specific knowledge
and communication skills to encourage participants to talk
freely. Following data analysis, the researcher/practitioner
had no doubts that, even though her role as nurse
specialist was within researcher/practitioner, the majority
of participants had no difficulty voicing their personal
opinion of services, and as nurse researcher she captured
their opinion verbatim. This was captured by directly
asking their opinion and receiving an immediate answer,
and checks were put in place to ask how participants felt
about being interviewed by the researcher/practitioner.
SL is also a Welsh speaker, thereby enabling participants
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Figure 7 Co-morbidities experienced by young people as a result of having epilepsy.
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to communicate in Welsh, which was a positive factor
as some young people could not find the right words to
express how they felt about certain aspects of their epi-
lepsy while conversing in English.

All young people were made aware of the researcher/
practitioner’s dual role and a clear distinction was made
between the purpose of meeting in a research context and
the different purpose of meeting in a clinical context. The
researcher/practitioner assured all participants’ anonymity
and confidentiality, and made it clear that researcher/
practitioner would not mind if they wanted to tell her
about less positive and positive aspects of the care they
received from epilepsy healthcare professionals. Clear
boundaries were discussed at the start of interviews, espe-
cially concerning safeguarding and self-disclosure of issues
that could potentially require action if a participant
disclosed information that raised serious concerns for
their safety.

The researcher/practitioner did not disclose any aspect
of their personal life or use strategies to befriend partici-
pants, and used her professional child/person centred
communication skills to engage participants. Participants
in focus groups and joint interviews were asked to re-
spect each other’s contribution, and not to discuss other
participant’s contributions when they returned home.

A fieldwork diary was maintained to record and reflect
on fieldwork experiences. Any issues were discussed
with JN to clarify what influence, if any, the issue/event/
action may have on data collection and interpretation.
SL used a specific reflexive framework [28] to critically

analyse her role as researcher/practitioner as part of the
data analysis phase (please see Additional file 1 for fur-
ther information).

Results

Participants

Fifteen young people and 21 parents participated in Case
1, of which there were 13 child/parent pairs. Fifteen
young people and 7 parents participated in Case 2, of
which there were 6 child/parent pairs (Figure 8).

Key findings from document analysis

Implementation of national policy into practice was
weak with no transition care pathway or key transition
worker operating in either Case (key elements of UK na-
tional policy). “Transition’ was not a term the majority of
young people and parents in either Case recognised and
they did not feel that their movement from children’s to
adult services was purposeful or planned, thereby
confirming problems with fidelity of transition policy
when ‘implemented’ in practice.

Themes, sub-categories, matched patterns, and what
worked?

Seven themes and sixteen sub-categories (see Figure 5
for overall picture) explained young people’s and parents’
own experiences of their information needs, and com-
munication and knowledge exchange with healthcare
professionals in the various types of epilepsy clinics. We
also identified many matched patterns whereby expected
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Table 1 Propositions post-hoc development

1 Age appropriate psychosocial-educational programmes for young
people with epilepsy show potential in increasing medical
knowledge and improvement in health related quality of life

2 Being educated and being knowledgeable about epilepsy
empowers parents to be an advocate for their child

3 Being educated about epilepsy made parents realise what
knowledge they did not possess and caused them to seek for
more information

4 Young people need accurate information about epilepsy to aid
psychosocial adjustment

5 Young people need practical advice about social lifestyle
management but think that healthcare professionals are only
interested in medical management of epilepsy

6 Parents need practical advice but think that healthcare
professionals are only interested in medical management of

epilepsy

7 Young people do not receive the right information, at the right
frequency and at the right time during their teenage years

8 Young women are not consistently receiving or remembering
gender specific advice

9  Misinformation leads to misconceptions and uncertainty about
epilepsy, and inability to cope with stigma

10  To be able to self-care and be independent of their parent, young
people realise they need to know more about epilepsy to take
responsibility

11 Young people do not know HOW to ask questions about their
epilepsy

12 The clinical encounter mainly acts as a barrier to information
exchange

13 Healthcare professionals lack facilitative skills of working in
partnership with young people, with or without their parent
present

14 Lack of effective partnerships and interruptions of care are having
a detrimental effect on information exchange and knowledge use
by young people

15 Parents are unaware of what epilepsy knowledge they do not
have

patterns in the theoretical framework and propositions
(Figures 6 and 7 and Table 1) could be matched to
observed patterns seen in the comparative embedded
Case study themes. Table 2 summarises what worked,
how it worked, for whom and in what context. See also
Additional file 1 for additional explanation. In summary:
young people in Case 2 were more willing and able to
engage in a joint care model (teenager type clinic) bet-
ween children and adult epilepsy services, involving a
paediatrician, neurologist and epilepsy nurse meeting
over months and years. Continuity and sensitive person-
centred communication techniques used by healthcare
professionals had a more positive impact on the engage-
ment of young people, who were more inclined to
continue with attending clinic appointments into adult
services.

Parents in Case 2 were more likely to develop the
skills and confidence to encourage their children to
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independently and safely self-care when healthcare
professionals provided individually-tailored support and
advice.

Across both Cases, young people were more likely to be
better educated about their epilepsy when healthcare pro-
fessionals anticipated and identified their health literacy,
epilepsy and lifestyle-related knowledge and information
needs, and proactively facilitated targeted age-appropriate
information and support. In the following section younger
teenagers were aged between 14—16 years and the older
teenagers were aged between 16—19 years.

Clarity

Clarity was a theme with a matched pattern that en-
compassed many communication difficulties that young
people and parents experienced equally in Case 1 and
Case 2 during information exchange with healthcare
professionals.

Young people perceived that when healthcare profes-
sionals used medical jargon they were keeping information
about their epilepsy from them. This was a common
matched pattern in the entire Case study data. When
imparting a diagnosis of epilepsy, the issue of lack of
clarity had a tendency to cause confusion, stress and
anxiety. The following illustrative quote 