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INTRODUCTION

The development of efficient waiting list initiatives is important to direct access clinical
psychology departments (Cawley & Read 1999). The Psychology Professional Practice
Guidelines (1995) state services must be “accessible to our clients and dictate that
“where a long waiting list develops for a service, psychologists should ... make every
effort to improve response times”. ‘“Waiting for a first appointment” was described as
the main factor depicting poor service by service users and the second largest factor by
GPs (McAuliffe & MacLachlan 1992). Furthermore, it has been suggested that as well
as delaying treatment, waiting lists may significantly impact on the effectiveness of
treatment once provided due to failure to attend and escalation of problems over time
(Herlihy et al. 1998). Hicks and Hickman (1994) proposed that if treatment is delayed
individuals resort to maladaptive coping strategies, thus increasing the severity of their
original problem. Long waiting lists have also been shown to reduce both client

confidence and morale amongst clinical psychologists (Brown et al. 1999; Corrie 1999).

In response, various waiting list initiatives have been created in attempts to reduce
waiting lists within psychology services (e.g. Dawson 1997). Shawe-Taylor ef al. (1994)
evaluated the use of initial assessment appointments. Benefits included a reduction in
perceived severity of the problem by the client, an increase in the perception of their
ability to cope and less interference with daily life. In addition, an increase in the belief
that clinical psychology could help with their problems has also been reported (Shawe-
Taylor et al. 1994). Geekie (1995) in assessing a similar initiative demonstrated
reductions in the number of treatment sessions required. Other advantages of such a

system are the opportunity to screen and filter referrals. Initial formulations can be made



which allow referrals to be assessed for urgency. Those deemed in urgent need of
treatment can be offered sessions immediately and those deemed less severe can be
provided with advice and information enabling them to use waiting time more
productively. Stevenson ef al. (1997) also purported the benefits of interim measures
such as self-help literature and anxiety management groups run by assistant
psychologists as an interim to commencing treatment. Importantly, McAuliffe and
MacLachlan (1992) and Geekie (1995) demonstrated that both clients and GPs were in

favour of initial assessment appointments.

A triage assessment system was introduced to a psychology department in the West of
Scotland in February 1999. It was intended that the use of a triage system would benefit

the service on several levels:

e Reduce length of wait for access to psychology services
e Reduce overall waiting times to treatment
o Enable appropriate filtering of referrals

¢ Enable appropriate prioritisation of referrals

The department possessed a skill mix of clinical psychologists, counselling
psychologists, CBT specialists and counsellors. The Management Advisory Service to
the NHS (MAS, 1995) described 3 levels of psychological skills with Level 3 being the
most complex and multi-theoretical. = The MAS stated that psychologists are
distinguished from other disciplines by their ability to operate at level 3. Given the skill
mix available in the department these skills could be maximised by referring clients

requiring Level 1 and Level 2 skills to the other specialities available within the



department, thereby freeing psychology resources to focus at Level 3. Assessment
appointments enabled referrals to be allocated to the most appropriate speciality and

provided a means of filtering inappropriate referrals.

The department aimed to have all clients seen for initial assessment within 9 weeks of
referral. Clinical psychologists carried out the majority of the assessment interviews.
Clients were informed that if appropriate they would be placed on a secondary waiting
list following assessment. An initial formulation of their problem was made allowing
allocation of priority and referral to the most appropriate service for treatment. The
client was told which service they would be seen by, the estimated length of time they
would have to wait for an appointment and, if appropriate, advice and/or self help was
provided in the interim. The clinical psychology department aimed to see every high
priority referral within 8 weeks of assessment, with those assigned medium priority
automatically reassigned to high once 8 weeks had passed. Inappropriate referrals were
re-referred and patients who no longer required the assistance of the department or who
only required one session were discharged. Previous to the introduction of the
assessment triage system, the process was for clients to be placed on the clinical
psychology waiting list to await an appointment at which point they would be taken on
for treatment or discharged (see Figure 1). Priority status of each referral was based

solely on the recommendation by the GP at the referral stage.



Figure 1: Diagrammatic Representation of Referral System Pre and Post
Assessment Triage
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This study aimed to assess the effectiveness of the triage system in meeting its original

aims. Particular emphasis was placed on its aim as a waiting list initiative.

METHOD

Data was gathered for 1998 and 1999 for referrals to the South of the Healthboard.
Referrals from the North of the Health Board were excluded as the waiting lists are held
separately. Data was confined to the months June-December (inclusive). This provided
an accurate summary of referrals both before and after the introduction of the assessment
triage system, in February 1999, whilst allowing for adjustment to the new system. All

referrals had been allocated appointments.

Data from June-December 1998
Data from 1998 (n=171) was obtained from paper records held within the department

and entered onto computer spreadsheet using SPSS Version 9.0. The data contained



information on all referrals to the department within this time period and the first
appointment offered to them. No information was provided on whether the appointment

was attended.

Data from June-December 1999

Data from 1999 (n=121) was obtained from two separate existing databases on Access
and SPSS Version 6.0. The database contained information from the assessment
appointment. It is important to note that only those who attended their assessment
appointments were held on the database. This prevents a definite estimate of referral rate
being made, however assuming an average DNA rate of 20-30% (Hicks & Hickman
1994) one can assume 1998 and 1999 referral rates were roughly equal. Appointment
dates following assessment were obtained from paper records of the psychology
secondary waiting list and these were cross-matched with the existing database. Data

was combined onto one database on SPSS Version 9.0.

Attempts were made to complete any missing data by locating case notes.

All analysis of data was completed using SPSS.

RESULTS

Waiting Times

Mean waiting time from referral to appointment for 1998 was 13.63 weeks (SD of 7.82,
range 0.86 to 33.14 weeks). Comparison of waiting time by priority assigned by GP at
referral revealed a mean wait time for high priority patients of 5.51 weeks (SD = 5.08);

mean wait time for soon priority patients as 12.20 weeks (SD = 9.14) and a mean wait



time for those without any indication of priority as 14.47 (SD = 7.52) weeks (see Table

).

Table 1: Mean Wait Time by Priority Assigned by GP at referral
(June-December 1998)

GP Priority Assigned N Mean Median SD

High 13 5.51 4.14 5.08
Soon 12 12.20 736 9.14
Unassigned 146 14.47 14.57 7.52
TOTAL 171 13.63 13.14  7.82

Analysis of waiting times for 1999 data focused on three periods (sce Table 2):

e Wait Total: Referral date to first treatment appointment
e Wait a: Referral date to assessment appointment

e Wait b: Assessment appointment to first treatment appointment

Mean wait total was 23.56 weeks (SD = 12.04; range 4.14 to 50.57 weeks) for 1999.

Mean wait a was 9.04 (SD = 4.01; range = 1.00 to 24.43) and mean wait b was 14.91

weeks (SD = 10.15; range = 0.71 to 36.14 weeks).

Table 2: Mean Waiting Times for June-December1999

N Mean SD Min Max
Wait (total) 60 2356 12.04 4.14 50.57
Wait (a) 121 9.04 401 1.00 2443
Wait (b) 60 1491 10.15 0.71 36.14




Following assessment 48.8% of patients (n=62) were seen by clinical psychology.
Patients were allocated as high or medium priority (see Table 3). Mean wait time (total)
for high priority =17.08 weeks (SD = 8.20; n=17); mean wait time (total) for medium
priority = 25.99 weeks (SD =12.55; n=42). Mean wait time (b) for high priority patients
=9.77 weeks (SD = 7.50) and mean wait time (b) for medium priority =16.81 weeks (SD

=10.5)

Table 3: Mean Wait Time (Total and b) by priority allocated following assessment
(June-December 1999)

PRIORITY WAIT (B) WAIT
(TOTAL)
HIGH Mean 9.77 17.08
N 17 17
Std 7.50 8.20
Deviation
Minimum 0.71 6.86
Maximum 29.14 33.71
MEDIUM Mean 16.81 25.99
N 42 42
Std 10.50 12.55
Deviation
Minimum 1.14 4.14
Maximum 36.14 50.57

Closer investigation of waiting times revealed 53% of those seen by clinical psychology
commenced treatment within 12 weeks of referral, with 75% within 24 weeks (see table

4 for summary).



Table 4: Frequency of Wait Time (Total) June-December 1999

Wait Time N %

(Total)
0-3 wks 7 11.7
4-6 wks 7 11.7
7-9wks 12 20.0
10-12 wks 6 10.0
13-15 wks 3 5.0
16-18 wks 3 5.0
19-21 wks 2 33
22-24 wks 5 8.3
25-27wks 7 11.7
28-30wks 4 6.7
31-33 wks 2 33
34-36 wks 2 3.3
TOTAL 60

Three clinics are used in the South of the area. Investigation revealed the longest
waiting times to be at Clinic A, with Clinic B slightly lower. Clinic C waiting times
were markedly lower, however this also reflected fewer referrals (see Table 5 for

summary)

Table 5: Mean Wait Times (a, b and total) by clinic (June-December 1999)

WAIT (A) WAIT (B)  WAIT

(TOTAL)

CLINICA Mean 9.72 17.43 27.13
N 53 30 30

SD 4.12 10.39 12.61

Min 1.29 1.29 4.71

Max 24.43 36.14 50.57

CLINICB Mean 8.80 13.93 21.78
N 56 25 25

SD 3.90 9.48 10.45

Min 1.00 1.71 6.86

Max 18.57 33.14 38.86

CLINICC Mean 7.17 4.69 11.09
N 12 5 5

SD 3.53 3.44 4.65

Min 2.43 0.71 4.14

Max 13.71 7.57 15.14
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Referral Agent
As the service is a direct access service it was not surprising that the majority of referrals
were from GPs with 72.5% of referrals coming from GPs for the 1998 period and 73.6%

of referrals for the 1999 period (see Table 6).

Table 6: Frequency of Referral Agents June-December 1998

1998 1999
Referrer N % N %
GP 124 725 89 73.6
Psychiatrist 21 12.3 19 15.7
CMHT 19 11.1 8 6.6
Other 7 4.1 5 4.1
TOTAL 171 121

Outcome of Assessment Appointment

Following assessment appointments 16 patients (13.2%) were discharged. Of those
discharged, 5 (4.1%) were deemed to have the problem resolved prior to assessment and
6 (5%) only needed a single session. Another 3 referrals (2.2%) were referred on to
another service and the rest were allocated to the treatment approach deemed most
appropriate for their problem. Of these 13 patients (10.7%) were allocated to
counselling; 41 (33.9%) were allocated to CBT specialists; 9 (7.4%) were allocated to
counselling psychology and the rest were allocated to either clinical psychology or
deemed suitable for clinical psychology or one of the other services (see Table 7). It is
important to note however that investigation of data revealed 29 of the 41 allocated for

CBT Specialists alone were actually taken on by clinical psychologists.
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Table 7: Outcome of assessment appointment

Outcome of Assessment N %
Discharged 16 13.2
Referred to other service 3 2.2
Counselling 13 10.7
CBT Specialist 41 339
Counselling Psychologist 9 7.4
Clinical Psychologist 31 25.6
Clinical Psychologist or CBT 7 5.8
Clinical or Counselling Psychologist 1 0.8

TOTAL 121

DISCUSSION

Examination of data revealed that referral rates for the 2 periods pre and post
introduction of the assessment triage system reflected similar referral rates (estimating
DNA rates for 1999 to be around 20-30%). The type of referral agents for both time

periods were also similar, with the majority of referrals coming from GPs.

Reducing Length of Wait for Access to Psychology Services

The introduction of the assessment triage system was successful in meeting the target of
reducing overall wait for access to the service. All patients referred to the department in
June-December 1999 were seen for initial assessment within 9 weeks of referral, which

compared with a mean wait of 13.63 weeks in 1998.

Reducing Waiting Times
Comparison of means for overall waiting times demonstrated that clients were actually
waiting longer to commence treatment in 1999 compared to 1998 data (23.56 weeks to

13.63 weeks respectively). Although, out of these, 53.4% of clients were taken on for
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treatment within 12 weeks of referral, with the other 75% having commenced treatment
within 24 weeks of referral. Examination of mean wait times for 1999 data also revealed
longer waiting times at Clinics A and B compared to Clinic C (although as noted earlier
Clinic C reflected fewer referrals). The increase in overall waiting times in comparison
to 1998 data could be a result in part of adjustment to a new system and it may be that
the waiting times may begin to improve, with more clients commencing treatment within
12 weeks or fewer. Waiting times at individual clinics may suggest the need for an
increase in resources at those clinics that hold the longest waiting times (namely Clinics

A and B) or an increase in the sharing of resources between sites.

Filtering of Referrals

The triage system appeared to be partially successful at filtering referrals. Following
assessment, 14.4% of referrals were discharged and a further 52% of referrals were
recommended for one of the other services within the department, leaving only 32.2%
allocated to clinical psychology. However, although 33.9% of referrals were allocated to
CBT specialists, 29 of these 41 referrals (71%) were actually taken on by clinical
psychology. Although it was appropriate clinically for a clinical psychologist to treat
these patients, the aim of maximising the Level 3 skills of the psychologist was not being
met. It can be assumed that this was increasing overall waiting times for those patients
placed on the clinical psychology waiting list and thereby reduced the efficiency of the
assessment triage system as a waiting list initiative. This would perhaps suggest the
need for an increase in resources to work at Level 2. This could be in the form of an

increase in clinical psychologists or CBT specialists.

Prioritisation of Referrals
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The use of the assessment clinic enabled referrals to be prioritised. However, although
those deemed high priority were seen more quickly they were still waiting an average of
17.1 weeks after assessment, with medium priority patients waiting 26.0 weeks. At the
time of this study, allocation of priority was based on clinical judgement and no specific
guidelines existed within the department to guide this. It may be useful to operationalise
the terms for allocation to specific priority categories. In addition, only 2 priority
categories were used (high and routine). It may be beneficial to allocate referrals by
high, medium and routine, retaining the allocation of high priority only for those needing

to be seen urgently.

CONCLUSIONS AND RECOMMENDATIONS FOR FUTURE RESEARCH

It would seem that the triage system was successful in meeting the majority of its
original aims, particularly in meeting the Professional Practice Guidelines in providing
quicker access to psychology services. However, improvements could be made to
increase its efficiency. In particular, results would suggest the need for an increase in
targeted resources, specifically with regards to CBT Specialists, and re-

operationalisation of priority categories.

Further research could examine client and referrers’ perception of the system,
particularly with regards to satisfaction (McAuliffe & MacLachlan 1992; Geekie 1995),
prevention of escalation of problems (Herlihy et al. 1998) and impact of advice and self-
help literature provided at assessment (Stevenson et al. 1997). In addition, future

analysis of the impact of the assessment triage system on DNA rates would be useful.



14

Current records did not provide the data to conduct this investigation and so future

records of DNA rates should be routinely recorded.

RECOMMENDATIONS FOR SERVICE

e Increase in resources to operate at Level 2 skills (CBT Specialists or Clinical
Psychologists) to maximise appropriate use of skill mix of department

e Increase in resources for Clinical Psychology at Clinic A and Clinic B

e Operationalise decision criteria for priority categories and introduce high, medium
and routine categories

e Record DNA information
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ABSTRACT

A sizeable literature focusing on QOL in children and adolescents with epilepsy has been
produced over the last few years. However, relatively little emphasis has been placed on
defining these issues from direct exploration of children’s and adolescents’ views.
Qualitative methodologies are proposed in this review as an appropriate means of

eliciting such information.

This review systematically investigated the extent to which studies of QOL in children
and adolescents with epilepsy have used recognised qualitative methodology. Articles
for inclusion were identified by searching the term “epilepsy”, combined with
“adolescent(s) and/or child(ren)” and “psychosocial and/or quality of life”. Selected
articles were reviewed and rated using CASP guidelines for qualitative research by 2

independent raters.

Seventeen studies were retrieved through literature search. Of these 6 used some form of
qualitative methodology either individually or combined with quantitative methods.

However, only 1 study met quality criteria for selection in this systematic review.

A summary of both selected and excluded studies is presented and methodological
limitations discussed. Recommendations for appropriate methodology for investigation

of QOL issues in children and adolescents are given.



19

INTRODUCTION

Quality of Life (QOL) has been defined as the “individual’s evaluation of the quality of
their lives as it relates to their own personal expectations™. When an individual has a
chronic condition, for which a total cure is not expected, QOL is considered an important

outcome measure for healthcare.

Epilepsy can have a profound impact on psychosocial function and QOL. Studies have
shown that epilepsy impedes the development of independence and impairs social
function, peer relationships, self esteem, mood and cognitionz'g. For children and
adolescents, these issues can be particularly challenging, as the development of a healthy
self-identity is recognised as a core developmental task and is directly influenced by the
development of successful peer relationships and appropriate levels of autonomy®''.
Problems with this development have been found to result in depersonalisation and can
subsequently lead to low self-esteem, depression, loneliness, anxiety and behavioural

2812 As a result, service providers have become increasingly aware that

problems
traditional measures of outcome focusing solely on medical aspects, such as seizure
frequency, are not adequate. Subsequently, they have begun to acknowledge that the
inclusion of psychosocial factors is vital in providing a holistic approach to care and

management' ',

A sizeable literature focusing on QOL in children and adolescents with epilepsy has been

>1528  However, relatively little emphasis has been

produced over the last few years
placed on defining these issues from direct exploration of children’s and adolescents’

views. As stated above QOL is the “individual’s evaluation” of the quality of their lives
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in relation to “personal” expectations. It is therefore essential that research studies
investigating QOL in children and adolescents focus on direct descriptions and

definitions.

Several scales have been developed to investigate QOL and associated risk factors in

323 A recent editorial emphasised that the

children and adolescents with epilepsy
content of a measurement scale is only likely to be valid if QOL components were
derived from a sample of the population in which the tool is to be used**. Whilst some of
these scales have attempted to involve adolescents and children in the development of

items, several methodological issues can be identified which question the validity of the

content of all of the above scales.

Firstly, many of these scales have been adapted from those previously designed for use
with adults. It can be argued that adaptation of adult scales is inappropriate as this fails
to acknowledge important aspects of child and adolescent development and functioning,.
Secondly, some of these studies have investigated QOL in epilepsy by using generic
child based scales. This is likely to undermine the impact of specific epilepsy-related
variables, such as seizures and medication, on QOL. Thirdly, none of these scales has
content based solely on the personal views of affected individuals. The majority has
either combined personal views of QOL with proxy views or used proxy perspectives of
QOL alone. Finally, several of these scales are completed by a proxy informant (parent

or clinician) rather than the individual themselves.

Indeed, the majority of the above studies have relied on proxy informants to define QOL

in children and adolescents. Proxy reports have been demonstrated to lack validity and it
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has been noted that the assessment of QOL varies depending on the perspective of the

3537 Whilst parent and clinician viewpoints are valid in themselves, they are

observer
not valid substitutes for the personal perspective and should not be considered as such.

Therefore, in proxy rated scales, not only may the content of the scale be questionable,

but also the QOL ratings are invalid as representations of the personal perspective.

Qualitative research provides a solution to the difficulties described above, by supplying
a methodology that was explicitly developed to investigate experiences from the

%3 Indeed, it has been stated that qualitative

perspective of affected individuals
research is in fact the most suitable methodology for exploratory research in QOL, where

the aim is identification and description of components®.

The application of qualitative methodology is becoming more common in health related
research. Data collection techniques are flexible enough to be adapted to meet the needs
of different target groups and therefore negate the need for proxy informants.. A recent
review of the use of qualitative methodologies to investigate QOL in children and
adolescents, in issues such as asthma, smoking, teenage pregnancy and AIDS, concluded
that these approaches are valid and reliable for eliciting information from these age
groups*!. Furthermore, the approach is “bottom-up” and enables definition of QOL as
described directly from individuals, rather than from adaptations of QOL models devised
for other groups. Therefore, the validity of identified QOL components is increased,
firstly by defining issues from direct exploration and secondly, through the use of a
“bottom-up” approach. In addition, qualitative methodologies facilitate in-depth

exploration of issues that would not be possible through quantitative methods alone.
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Whilst it is important to explore QOL in children and adolescents with epilepsy, we must
be able to conclude that research findings are valid and reliable. Questions can be raised
regarding the validity of the findings of any study investigating QOL in children or
adolescents which does not elicit views directly from affected individuals or use
measures derived directly from their views. As argued, qualitative methodologies are

particularly suitable for this type of exploration.

Therefore, this review aimed to systematically investigate the extent to which studies of
QOL in children and adolescents with epilepsy have used recognised qualitative
methodology. Studies were assessed using quality criteria rating sheets defined by
CASP (Critical Appraisal Skills Programme) Guidelines for qualitative research*’ (see
Appendix 2.2). Emphasis was also given to the composition of the study sample, with
reference to the use of proxy informants and the appropriateness of the age range
employed. Studies investigating QOL in children and adolescents that did not utilise

qualitative techniques were discussed with reference to their limitations.

METHODS

Search Strategy

Articles for inclusion in this review were identified by searching the term “epilepsy”,
combined with “adolescent(s) and/or child(ren)” and “psychosocial and/or quality of
life” on the electronic databases PsychINFO (from 1984 to present); MEDLINE (from
1990 to present); EMBASE (from 1988 to present); Cochrane Library; and CINAHL

(from 1982 to present). Further articles were identified through visual search of the
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bibliographies of retrieved studies and hand searches of key specialist journals:

Epilepsia, Seizure and Developmental Medicine and Child Neurology.

Article Inclusion and Exclusion Criteria

Articles were included in the review if they demonstrated the use of sound qualitative
methodology (as defined by CASP Guidelines), focused on children or adolescents (5-18

years) with epilepsy, and addressed issues pertaining to QOL or psychosocial function.

Data Abstraction

The data abstracted from each article included the methodology used (qualitative,
quantitative or combined); the type of informant (self-rated, proxy-rated or mixed);
sample size, sample age range, exclusion criteria, measurements used and the issues
identified relating to the impact of epilepsy on QOL / psychosocial function. These

details are summarised in Tables 1-3.

Study Quality Criteria

Articles were assessed by 2 independent raters using rating scales based on CASP
Guidelines for quality of qualitative research (see Appendix 2.2). These require the

demonstration of:

1. an appropriate sampling strategy (e.g. details regarding how and where participants
were selected; details provided on non-participants; and consideration of saturation
of data in relation to sampling size i.e. ensuring theoretical saturation is obtained,
where no additional data is gained by further collection, to increase reliability of

findings).



24

2. rigorous data analysis (e.g. explanation of how analysis was carried out; attempts to
ensure the reliability of data by methods such as feeding back results to participants,
repetition of analysis by more than one researcher and use of triangulation methods
1.e. the combination of methods to take into account as many aspects of a problem as
possible)

3. accurate interpretation of data (provision of adequate quotes to support findings)

4. a clear statement of the aims of the research with consideration of qualitative
methodology as the most appropriate approach

5. transferability of results (i.e. relevance of study to the wider population beyond the
study sample, which is increased by use of methods to increase validity and

reliability of results and provision of details of participants and non-participants)

As criteria 1 — 3 related to issues of reliability and validity of findings, it was determined
that studies must meet a minimum of these 3 criteria to be selected for inclusion in this

review,

RESULTS

Seventeen studies focusing on the investigation of QOL in children or adolescents with
epilepsy were retrieved through literature search. Out of these 6 used some form of
qualitative methodology either individually or combined with quantitative methods.

However, only 1 of these met quality criteria for inclusion in this systematic review.

Summaries and discussion of retrieved studies will be presented under 3 headings:

Excluded Studies A (studies in which qualitative methodology was not used), Excluded
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Studies B (studies which used qualitative methodology but did not meet criteria for
inclusion in the review) and Included Studies (studies which met criteria for inclusion).
A brief discussion of the limitations of the excluded studies will be presented first,
followed by discussion of selected studies. The reader is referred to Tables 1-3 for more

detailed description of individual studies.

Insert Table 1 here

EXCLUDED STUDIES A

Eleven studies were identified through the literature search that focused on children or
adolescents with epilepsy, and addressed QOL or psychosocial function but did not use

qualitative methodology, and therefore could not be included in the review.

All of these 11 studies used questionnaire designs. Of these, 2 administered

questionnaires to young people only'’**; 3 combined the results of questionnaires

completed by both young people and proxies'>?'?%; and 6 used questionnaires

203,219 The majority of these studies investigated

administered to proxies only
correlates of QOL, such as seizure type and frequency. Readers are referred to Table 1

for details of studies.

As discussed previously, proxy reports of QOL are not valid reports of personal

. . . . . . 24
representations. However, even in the studies which used self-rated questionnaires'”

criticisms can be made regarding the use of a very small sample size (n=31), 18 of whom
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were seizure free?* and the use of a scale which was developed using proxy views of
QOL".

Further criticisms of the above studies relate to the use of generic scales'>?%%
inadequate exclusion criteria, which did not consider the impact of co-morbid learning

disabilities>* and use of a wide age range>~.

Insert Table 2 here

EXCLUDED STUDIES B

Five studies were identified through the literature search which used qualitative
techniques either alone or combined with quantitative methods but did not demonstrate
sufficient quality criteria, or provide sufficient information for assessment of qualitative
techniques, to be included in this review. A brief summary of these studies will be
presented under the following 2 headings. More details of these studies can be found in

Table 2.

Combined Qualitative and Quantitative Methodology studies

Four studies used a combination of qualitative and quantitative methods to explore
3,16,30,33 . 16 . .

QOL . One to these studies ~ described the results of a free text section

incorporated into a 30-item questionnaire, containing items on seizure variables;

medication; attitudes towards seizures; medication and communication with doctors; and
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the perceived effect of epilepsy on activities, relationships, school life and personal self-
esteem. However, although the study implied the use of qualitative methodology, there
was no evidence that the data gathered were analysed using recognised qualitative
techniques and therefore the study did not meet any of the criteria for inclusion. Given
the large number of participants (896 children, 400 of whom completed the free text
section), appropriate analysis of qualitative aspects of the study could have led to rich
and descriptive information to complement the data obtained from the overall
questionnaire study.

30,33 or one-to-

The remaining 3 studies used qualitative methodology using focus groups
one interviews® to develop specific measures of QOL for children and adolescents with
epilepsy. However, insufficient details of the qualitative aspects of these studies were
provided to assess quality using the above criteria. Furthermore, no examples of quotes
generated from focus groups were presented. In addition, whilst it is commendable that
these studies used qualitative methods to elicit information about QOL directly from
children and adolescents, criticisms can be made regarding the application of these

%3 In one study® focus groups were composed of both

methods in 2 of the studies
children and parents. This is likely to have biased results, as children may not have felt
they could be open. Furthermore, it is possible that a greater percentage of parent views
may simply have been expressed because children felt intimidated by the process. In
addition, it is not clear whether the groups combined children across all ages or whether
any attempts were made to combine particular age groups. Unfortunately, the authors do
not provide any information regarding these issues. Similar criticisms can be made with

regards to the other study®’. Whilst focus groups were composed of just adolescents in

this study, topics for discussion were selected from the viewpoint of clinicians and
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previous literature, rather than items generated spontaneously by the adolescents. Again,
this is likely to have reduced the validity of the content of the scale, as it may not be a

valid representation of the most significant issues related to QOL for young people with

epilepsy.

Furthermore, in all 3 studies, data from these methods were combined with expert

3033 As argued

knowledge, literature review and adaptation of existing QOL scales
above, this combination of data is likely to have reduced the validity of QOL as it would
have been described by the individuals only. In addition, 2 of the 3 scales are completed
by a mixture of both self-ratings and proxy-ratings> and the other is completed by

proxy alone®. Again, this raises questions about the validity of the QOL measurements
y g q

made by these scales.

As all 3 of these studies investigated QOL in epilepsy from the perspective of both
adolescents and their carers, it would have been of benefit for both perspectives to be
presented separately. As discussed previously, proxy perspectives are valid provided
they are described in this way and not used as substitutes for the personal perspective.
An analysis of the inter-relationship between the responses of young people and their
parents could have contributed to our understanding of QOL for this group of people.

However, none of the studies conducted such an analysis.

Qualitative Methodology Only studies

One study was identified which used one-to-one interviews to investigate the QOL of

young people with epilepsy but did not meet criteria for inclusion®®. The study met
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criterion 4 but did not provide sufficient information to meet criterion 1 and did not
demonstrate sufficient rigor or data to meet criteria 2, 3 or 5. In particular, results were
not fed back to participants and no attempt was made to validate themes by independent
analysis. In addition, a wide age range was used, with subjects aged between 13 and 25

years of age.

Nevertheless, results from interviews with 24 young people attending outpatient units
demonstrated that the majority of the sample reported having been the victims of
prejudice, especially bullying and teasing whilst at secondary school. Most reported
feelings of apprehension about telling others about their epilepsy, especially members of
the opposite sex and potential employers. Most participants described supportive,
positive relationships with families and close friends and parental overprotection was
rarely reported as a significant problem. The study concluded, on the basis of a measure
of coping which unfortunately was not described, that the majority of the sample was

coping well with their condition.

Insert Table 3 here

INCLUDED STUDIES

Only 1 study met criteria for inclusion in this systematic review. The study was
presented in 2 separate papers, the first presenting the results of the study®® and the other
describing the research process. For the purposes of clarity the following discussion

considers the papers jointly. Details of the study are summarised in Table 3.
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The study met all the criteria 1-5. A qualitative focus group methodology was used to
explore the health-related quality of life (HRQOL) in pre-adolescent children aged
between 6 years and 10 years 4 months. Children and their parents were involved in
identifying QOL components, however parent and child groups were conducted
separately. A clear and justifiable sampling strategy was demonstrated as well as clearly
described data collection and rigorous data analysis, using techniques of feeding back to
participants, triangulation and analysis by more than one researcher. Data were well
presented and it was clear which selected quotes had come from children and which had
come from adults. Furthermore, appropriate and explicit inclusion and exclusion criteria
were applied, with children who had major co-morbid conditions, such as learning

disabilities or who were unable to function in mainstream schools, being excluded.

A further strength of the study was the adaptation of techniques to the target population.
“Child life specialists” were employed as co-planners, moderators and co-designers of
the study. Several techniques were used to promote engagement and encourage
elicitation of discussion from the children. Examples of techniques were drawing
environmental maps (i.e. a drawing of the most important places in the child’s life,
which the child then used to describe experiences they had had in each place) and using

playdough to express emotions about life with epilepsy.

Separate focus groups were conducted for children and parents. In total 9 focus groups,
comprising a total of 29 children, and 17 parent groups, totalling 42 parents, were run.
Results of data analysis identified 5 dimensions of QOL, which were described by the

authors as follows:
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1. the experience of epilepsy (which represented the entire context, setting and situation
of coming to terms with and understanding epilepsy);

2. life fulfilment and time use (which concerned practical issues in day-to-day activities
affected by epilepsy);

3. social issues (which included internal and external social consequences of epilepsy);

4. impact of epilepsy (which related to personal and psychological impacts); and

5. attribution (which included explanatory issues, how much and what burdens and

concerns were truly related to epilepsy).

The authors noted that the theme of “attribution” was only identified by parents. The
main distresses experienced by children were described as relating to daily life
restrictions, loss of independence, perception and treatment by peers, unease about how
seizures would be handled by outsiders and concern about the adverse effects of
medication. Results from both parent and child groups were combined in the analysis.

However, as mentioned earlier, quotes were identified separately.

The above study provides an example of the appropriate application of qualitative
methodologies for investigating QOL in children. However, a few criticisms can be
made about the study. One is the failure to consider developmental factors in relation to
QOL. Children had been stratified into focus groups by age (6-9 year olds and 10-12
year olds) and in terms of duration of epilepsy (under and over 12 months). However,
data from these groups were not analysed to report the impact of these variables on
content of themes. A secondary analysis comparing these data may have provided useful

information on the association between both age and duration of illness on QOL.
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SUMMARY OF RESULTS

Seventeen studies were identified through literature search that focused on the
investigation of QOL in children or adolescents with epilepsy. However, only 6 studies
investigated QOL using some form of qualitative methodology that focused on the direct
views of adolescents, either individually or combined with quantitative methods. Out of

these, only 1 study met quality criteria for inclusion in this systematic review.

DISCUSSION

This review has demonstrated that in spite of the sizeable literature on QOL in children
and adolescents with epilepsy relatively few studies have investigated QOL through
direct exploration of children’ and adolescents’ views. Out of the 17 studies mentioned
in this review, only 5 considered the views of the affected child or adolescent directly

16.17.24-2628 * Byrthermore, methodological limitations

and independently from proxies
have been highlighted in 4 of these, related to sample size**; appropriatenes of QOL
measurement'’, inadequate presentation of data to support findings'® and inadequate

methods to increase validity of results®™. The remaining 13 studies used proxy

informants or combined self-reports with proxy-reports (see Tables 1 and 2).

QOL is the “individual’s evaluation” of the quality of their lives in relation to “personal”
expectations. It is therefore essential that research studies investigating QOL in children
and adolescents focus on the direct descriptions and definitions of the individuals

themselves. It can not be reliably concluded that research that does not use direct
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approaches, or which implements scales developed from proxy investigation of QOL

1ssues, is presenting reliable and valid representations of QOL.

Studies using qualitative approaches to directly investigate QOL in children and
adolescents with epilepsy have described restrictions of activities™?, loss of
independence®?°, difficulties with peer relationships, particularly unease about telling

25,26,28

others and experiences of bullying and prejudice®®, although, in general, positive

relationships with families were reported®®. Further concerns were the adverse effects of

16,25,26

medication and fear of seizures'5? It is interesting to note that studies using proxy

informants highlighted issues such as educational attainment and cognitive

3:21,30.3233 However, as can be seen, these were not identified as significant

difficulties
factors in studies that focused solely on the views of the young person®?*?®, This
perhaps reflects the different perspectives held by proxy informants. Furthermore,
limitations have been highlighted with regards to the development of current QOL

33033 As argued previously,

measurements for children and adolescents with epilepsy
studies using scales developed from the QOL definitions of proxies are not necessarily

measuring the most important aspects for young people with epilepsy.

In relation to this point, the majority of the studies that used quantitative methodology,
administered questionnaires to examine the correlates of QOL in children and
adolescents with epilepsy. Results of these studies can be found in Table 1. Although a
quantitative methodology is appropriate for such investigation, studies must ensure that
the original content of these questionnaires is valid and that items reliably measure QOL
as defined by individuals themselves. A useful approach may be to use a combination of

qualitative and quantitative methodology in the investigation of QOL in children and
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adolescents, as has been used with other client groups®. Qualitative approaches can be
used to generate meaningful and valid data that can be used to develop QOL measures.
This has the added advantage of being able to use language used by the target group for
items in the scale. Once developed, quantitative studies can be conducted using these
scales to investigate correlates of QOL in epilepsy, such as seizure frequency and timing

of diagnosis.

A final point is that, despite childhood and adolescence incorporating periods of great
change, none of the 17 studies explicitly considered the impact of developmental aspects
of function in relation to QOL in epilepsy. Analysis of such factors in relation to QOL

could contribute greatly to our understanding of QOL in children and adolescents with

epilepsy.

CONCLUSIONS

As stated previously Quality of Life (QOL) has been defined as “the individual’s
evaluation of the quality of their lives as it relates to their own personal expectations™’.

L35, However,

Proxy reports are not valid substitutes for personal perceptions of QO
this study has demonstrated that the majority of studies that have investigated QOL in
children and adolescents have used proxy reports, either in the definition of QOL or in
the development of scales to measure QOL in young people with epilepsy. Inevitably,
this raises questions regarding the validity of the findings of these studies. There is a
need for studies that focus directly on the views of children and adolescents with

epilepsy. Well designed qualitative studies, such as that conducted by Ronen et al>?,

provide an appropriate and valid methodology for such exploration.
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SUMMARY

Having a chronic medical disorder such as epilepsy can have a profound impact on
quality of life (QOL) and psychosocial development, impeding the development of
independence and impairing social function, peer relationships, self esteem, mood and
cognition (Batzel et al. 1991; Westbrook et al. 1992; Hoare 1993; Hoare & Kerley
1991). An exploration of QOL in adolescents with epilepsy will be carried out using
recognised qualitative approaches. Focus groups will be conducted to explore themes.
This approach will enrich the information gathered from previous research, which has
tended to focus on proxy reports of QOL or merged the issues relevant to clients, carers
and clinicians. The study will provide a framework for understanding the impact of

epilepsy on psychosocial function throughout adolescence.

INTRODUCTION

One of the core developmental tasks of adolescence is the development of a sense of
identity (Carr 1999). Having a chronic medical disorder such as epilepsy can have a
profound impact on such development resulting in stigmatisation, impeding the
development of independence and impairing social function, peer relationships, self
esteem, mood and cognition (Batzel et al. 1991; Westbrook et al. 1992; Hoare 1993,

Hoare & Kerley 1991).

Effective management of epilepsy in adolescents requires an understanding of the social
world and inner experiences of the adolescent and the impact of epilepsy upon these.

Clinicians have become increasingly aware that traditional measures of outcome
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focusing solely on medical aspects, such as seizure frequency, are not adequate and
inclusion of psychosocial factors is vital in providing a holistic approach to care and
management (Spieth & Harris 1996). However, investigation of such issues is
complicated by the wide range of development across the 12 to 17 year old age group,
the changes associated with developmental progress and the use of proxy informants in

the exploration of issues.

Several scales have been developed to measure psychosocial difficulties for adolescents
with epilepsy. The Quality of Life in Epilepsy Inventory for Adolescents (QOLIE-AD-
48) (Cramer et al. 1999) and the Adolescent Psychosocial Seizure Inventory (APSI)
(Batzel et al. 1991) are two examples of these. These instruments contribute to the
awareness of and communication about the impact of epilepsy on the life of the
. adolescent.. However there.are some. limitations in.the construction.of these scales. .
Whilst focus groups were conducted with adolescents in the construction of the QOLIE-
AD-48, these were structured by domains selected from the viewpoint of clinicians and
previous literature, rather than items generated spontaneously by the adolescents
themselves. As a result, it could be argued that the issues raised may not have been those
foremost in the adolescents’ experiences or concerns. Furthermore, data analysis of
items for the final inventory combined the concerns of adolescents, their carers, their
clinicians and topics from previous literature and existing scales. It is possible that this
could have resulted in the most pertinent views of adolescents being overshadowed by
more consistent and congruent concerns raised by others involved in their care.
Similarly, items for the APSI were derived from previous literature and both adolescents
and parents were asked to rate the presence or absence of factors from this pre-generated

list. Items for the final scale were selected from a combined summary on the basis of
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both adolescent and parent ratings. In addition, neither scale made an attempt to consider
the issues relevant at different developmental stages across this age range, merging the
views of 11-17 year olds in the QOLIE-AD-48 and up to 19 years of age in the APSI. It
can be hypothesised that focus and content of concerns are likely to change during

adolescence, as the young person approaches adulthood.

Whilst these scales have gone some way to enhancing the acknowledgement and
understanding of issues, other than medical factors, important in the experience of an
adolescent with epilepsy, a purely adolescent focused exploration of the issues pertinent
to them would enrich this further. In addition, exploration of issues at different stages
within adolescence would provide an understanding of any developmental difference in

issues and the impact of epilepsy during adolescence.

Qualitative approaches are ideal for this type of exploration and would be valuable in
enabling a more in-depth exploration of the impact of epilepsy on the lives, social world
and inner experiences as described by adolescents themselves. This would help to
generate a framework of the difficulties and concerns arising at different stages during
adolescence for those with epilepsy and facilitate a more holistic approach to their

clinical management.
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AIMS AND HYPOTHESIS

Aims

This study aims to explore and describe the QOL of adolescents with epilepsy. This will
provide a more in-depth and representative description of the experience of having
epilepsy in adolescence than previous research. The study will also aim to present a

framework for understanding and guiding assessment and intervention.

Objectives

e To describe QOL in adolescent with epilepsy

e To describe the relevant issues at different stages during adolescence, related to the
experience of having epilepsy

e To present a framework for understanding the impact of epilepsy throughout

adolescence

PLAN OF INVESTIGATION

Participants

Participants will be selected from tertiary epilepsy centres in Scotland: The Fraser of
Allander Neurosciences Unit at the Royal Hospital for Sick Children, Glasgow and the
Epilepsy Unit at the Western Infirmary, Glasgow. Additional participants may be

recruited through Epilepsy Action Scotland.
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Participants will be a) aged between 12 and 17 years old with b) a diagnosis of epilepsy.
Participants with a) deteriorating neurological health and/or b) established non-epileptic

seizure disorder as the primary clinical problem will be excluded from the study.

To enable a description of participants, information will be gathered on name, date of
birth, gender, postcode, seizure type, seizure frequency, medication and date of
diagnosis. All data will be entered onto a computerised database and anonymised to

protect confidentiality and meet data protection requirements.

Measures

The primary method for obtaining data will be the focus group. Focus groups are
composed of individuals who are unfamiliar to each other but who share characteristics
relevant to the study. Groups are typically conducted several times with different
individuals in order to identify trends in the perceptions and opinions expressed, which
can later be revealed through systematic analysis. The focus group method assumes that
an individual’s attitudes and beliefs do not form in a vacuum and that people often need
to listen to other’s viewpoints in order to form their own. The method, therefore,
provides a natural environment for an individual to reflect on and form their own
opinions on topics that they may not have thought about in great detail beforehand
(Marshall & Rossman 1995). Focused questions will be asked to encourage discussion
of the topics the study aims to explore. Initially questions will remain open, encouraging
participants to generate the items of most relevance to them. Later, if the issues
identified in previous literature have not been discussed (e.g. Batzel et al. 1991;

Westbrook et al. 1992; Hoare 1993; Hoare & Kerley 1991), these will be introduced to
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facilitate discussion as to the relevance of these items to the group. All participants will

be encouraged to contribute to the group.

Design and Procedure

Identified potential participants will be approached by post or by an Epilepsy Specialist
Nurse, in person, at clinics for teenagers with epilepsy. Those interested in participating
will be given written information (see Appendix 3.2) and invited to complete and return
a consent form (see Appendix 3.3). Consent will be requested from one parent or
guardian for participants under 16 years old and a separate information sheet (see
Appendix 3.2) and consent form (see Appendix 3.3) will be provided to parents in this

instance.

Focus groups will be run to gather data (Krueger 1994). Participants will be allocated to
groups on the basis of age. Groups will be split into two main groups representing 12-14
year olds and 15-17 year olds. Groups will aim to have around 6 individuals in each and
a minimum of 2 groups per age group will be run with further groups organised as
necessary. Groups will last around 2 hours with breaks. Groups will be audio-taped and
flip charts used to record and summarise data. The information gathered during groups
will be supplemented at the end of the group by providing an opportunity for participants
to write down any additional issues that they may have felt uncomfortable sharing within

the group (see Appendix 3.4).

Data will be coded and categorised using transcription and thematic coding to identify
central themes from focus groups and compare similarities and differences between

groups (Flick 1998; Flick 1995a; Mayring 1983). QSR NUD*IST 4.0 for Microsoft
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Windows, a computer package designed specifically for the analysis of qualitative data,

will be used to facilitate this process (Microsoft 1997).

Once analysed results will be fed back to participants by post with the opportunity for
comment on their relevance and any issues of importance the participants feel may have

been missed.

Settings and Equipment

Focus groups will be held at sites in Glasgow, with travel expenses and refreshments
provided for participants. Tape recorders and microphones will be used to audio-tape
groups and flip charts will be used to provide a written summa