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Thesis Abstract
This thesis explores pertinent issues regarding the psychological, social, and physical
wellbeing of people living with type 1 diabetes. Chapter one presents a narrative systematic
review of 22 studies concerning the psychosocial factors associated with repeat diabetic
ketoacidosis (an acute and life-threatening complication of diabetes) in type 1 diabetes.
Although considerable variance was noted across studies with regards to design, quality and
outcomes measured, some consistent psychosocial factors were observed to be implicated in
the cycle of repeat diabetic ketoacidosis. These comprised: female gender, adolescent to
young adult age range, lower socioeconomic status, and poor mental health. Themes also
emerged around ethnicity and, in children and young people, family, social and behavioural
issues. However, firm conclusions could not be drawn about these additional themes due to
particularly poor methodological rigour and scant research. Recommendations were made for
enhanced monitoring and support for individuals within particularly ‘at risk’ groups.

Chapter two presents a grounded theory study exploring the personal impact of expert
by experience activity on young adults living with type 1 diabetes. A theory of empowerment
through expert by experience activity was developed, grounded in interviews with seven
participants. The theory proposes that engagement in expert by experience activity empowers
individuals psychologically, socially, and in their condition management; and may lead to
increased confidence and autonomy across multiple areas of their lives. These findings, in
addition to existing research demonstrating the service-level benefits of expert by experience
involvement, may have important implications for diabetes services to support expanding
their programme of expert by experience involvement to benefit all stakeholders.

Chapter three discusses further implications emerging from the first two chapters
regarding future research, theory development, and clinical practice. It concludes with a

reflective commentary on the research process.
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What’s new?

e Repeat diabetic ketoacidosis is a serious diabetes complication associated with
significant mortality, quality of life, and cost implications.

e This is the first systematic review examining the psychosocial factors associated with
repeat diabetic ketoacidosis in type 1 diabetes.

e Overall, repeat diabetic ketoacidosis appeared most common in individuals who were
younger, female, from lower socioeconomic backgrounds, and with poorer mental
health.

e Healthcare professionals may wish to consider enhanced monitoring and support for
the above identified ‘at risk’ groups.

e There are also implications for targeted interventions aimed at reducing dynamic risk

factors such as mental health difficulties.



Abstract

Aims: To systematically review the literature concerning the psychosocial factors associated

with repeat diabetic ketoacidosis for people living with type 1 diabetes.

Methods: PsyclInfo, Web of Science, CINAHL, PubMed and ASSIA were searched
according to a registered study protocol (PROSPERO CRD42020167381). Data were
extracted into a coding spreadsheet and findings were synthesised narratively. Included papers

were also subject to a quality assessment.

Results: The search yielded 548 unique articles, of which 22 met inclusion criteria for this
review. There was considerable variance across studies with regards to design, quality, and
outcome measured. Nevertheless, there was relatively consistent evidence to suggest that
repeat diabetic ketoacidosis in type 1 diabetes is associated with female gender, adolescent to
young adult age range, lower socioeconomic status, and poor mental health. Some evidence
was also observed for the role of ethnicity and, for children and young people at least, family,
social and behavioural issues. However, this was limited by issues of methodological rigour

and scant investigation.

Conclusions: The review identified four psychosocial factors that appear to play a key role in
the cycle of repeat diabetic ketoacidosis. Individuals with these factors present may benefit
from targeted support and interventions by specialist healthcare professionals. Knowledge and
understanding in this area would be considerably enhanced via increased use of prospective

study designs and greater consistency in the operationalisation of variables across studies.

KEYWORDS

diabetes mellitus, type 1; diabetic ketoacidosis; mental health; psychological distress;

psychology; social class; systematic review
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1| INTRODUCTION

Diabetic ketoacidosis is an acute complication of diabetes that constitutes a serious medical
emergency and significant mortality risk.! It is associated with insulin deficiency and
characterised by uncontrolled hyperglycaemia, metabolic acidosis, and raised ketone levels.?
Although diabetic ketoacidosis can develop in people living with type 1 and type 2 diabetes,
its presentation is rather different between the two: whilst it is more commonly associated
with type 1 diabetes, it tends to present more severely in people living with type 2 diabetes
(particularly for those who are older or overweight).? Further, it is most commonly triggered
by insulin omission in people living with type 1 diabetes, and by infection in people living
with type 2 diabetes.* Given such key differences, research into diabetic ketoacidosis is often
stratified by type of diabetes.® This paper focuses on diabetic ketoacidosis in the context of
type 1 diabetes only, where its overall prevalence is estimated to range from 50 to 100 events

per 1000 individuals living with type 1 diabetes.®

Left untreated, diabetic ketoacidosis can lead to coma and even death.” It has been identified
as the leading cause of death for people living with type 1 diabetes under the age of 50 in the
UK.® However, with treatment, the mortality rate is relatively low, at 0.16% of inpatient
admissions.” Indeed, there have been significant advances in the medical management and
treatment of diabetic ketoacidosis over the last decade.'® Nevertheless, Gibb and colleagues®
observed that the mortality rate is substantially higher for individuals with repeat episodes of
diabetic ketoacidosis than for those with a single episode, with six-year follow-up mortality
rates of 23.4% and 5.2% respectively. This is particularly concerning given that two-thirds of
inpatient admissions for diabetic ketoacidosis in the UK are from repeat diabetic
ketoacidosis.!! Furthermore, repeat diabetic ketoacidosis has a significant impact on the
quality of life of both the person with type 1 diabetes, and those around them.*? In addition to

these human costs, diabetic ketoacidosis is expensive to treat: cost analyses in 2014 indicated
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that the average cost per episode in the UK was £2064 per patient for adults*® and £1387 for

adolescents.*

As noted previously, the leading precipitant of diabetic ketoacidosis in people living with type
1 diabetes is insulin omission.* As such, diabetic ketoacidosis in these circumstances is
triggered by ‘human error’ (rather than an underlying medical condition) and is therefore
preventable.? Although occasional insulin omission may happen inadvertently in the context
of a busy lifestyle, the significant personal impact of diabetic ketoacidosis is such that simple
oversights are unlikely to be the cause of repeat diabetic ketoacidosis.? It is therefore
pertinent to further investigate which factors may be associated with repeat diabetic
ketoacidosis. Previous research indicates that a number of psychosocial factors, such as
gender, age, psychological wellbeing and socioeconomic status are implicated in the frequent
recurrence of diabetic ketoacidosis; synopses of which have been outlined in two recent
narrative summaries of the literature.’>® However, the evidence base has yet to be reviewed

and synthesised systematically with reference to individuals living with type 1 diabetes.

Therefore, this paper aims to systematically review the literature to address the following
research question: what is our current understanding of the relationship between psychosocial
factors and repeat diabetic ketoacidosis in people living with type 1 diabetes? Given that
diabetic ketoacidosis is avoidable and associated with significant costs, it is imperative that
the issues underpinning it are better understood. In this way, appropriate prevention or

intervention measures can be developed and savings (human and financial) may be made.!’
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2| METHODS
2.1 | Protocol and registration

This review was prepared in line with the Preferred Reporting Items for Systematic reviews
and Meta-Analysis (PRISMA) guidelines®® (Appendix A) and registered prospectively with
the international prospective register of systematic reviews (PROSPERO registration number

CRD42020167381).

2.2 | Eligibility criteria

To be eligible for inclusion in this review, papers were required to report on the association
between psychosocial factors and repeat diabetic ketoacidosis in people of any age living with
type 1 diabetes. Mixed studies including people with other types of diabetes were required to
stratify between diabetes type. However, as noted by Garrett et al.,® repeat diabetic
ketoacidosis received considerable research attention between 1976 and 1991, where it was
studied as part of the phenomenon of ‘brittle diabetes’ (a term that has now fallen out of
common usage, previously defined as diabetes associated with constant life disruptions due to
hypo- or hyperglycaemia®®). Although people living with type 2 diabetes could experience
‘brittle diabetes’ if they become insulin dependent, the condition is far more prevalent in
people living with type 1 diabetes.?’ The body of literature on ‘brittle diabetes’ did not clearly
differentiate between type of diabetes, though it seems likely that the vast majority of their
participants would have been diagnosed with type 1 diabetes.'® To avoid omitting a pertinent
body of literature based on terminology use, the decision was taken to include studies using
the term ‘brittle diabetes’, as long as they concerned repeat diabetic ketoacidosis in that
context. In addition, studies using the definition ‘insulin-dependent diabetes mellitus’ were

also considered for review if they met the other inclusion criteria. Studies were required to be
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peer reviewed original research and available in English. Qualitative and quantitative studies
were eligible for inclusion, but case studies were excluded to reduce the likelihood of bias or
poor generalisability. There were no restrictions on date of publication. All studies meeting
these criteria were considered for inclusion in the review, regardless of whether they
specifically aimed to investigate the psychosocial factors associated with repeat diabetic

ketoacidosis.

2.3 | Information sources

The following databases were initially searched from their date of inception to 2" February
2020: PsyclInfo, Web of Science, CINAHL, PubMed and ASSIA. The search was repeated on
25" April 2020, prior to final analyses, to retrieve any further studies for inclusion. The
reference lists of included papers and existing review articles were also hand-searched to

source additional articles.

2.4 | Search

The search terms were based on key terms identified in known papers on the topics of interest
and were developed in collaboration with professionals in the diabetes field and the local
subject librarian. Search terms were as follows: Recur* (OR repeat* OR readmi*) combined
with diabetic ketoacidosis (OR DKA OR diabetic acidosis OR diabetic ketosis OR
ketoacidosis) and psycho* factor* (OR social Factor* OR Quality of Life OR Wellbeing OR
Psych* OR Mental IlIness OR Mental Health OR Depress* OR Anx* OR Stress OR Distress
OR Trauma* OR Suicid* OR Drug OR Substance OR Alcohol OR Socioeconomic OR
Poverty OR Depri* OR Homeless* OR Family OR Support). Where available, subject

indexing for individual databases were incorporated into the search string.
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2.5 | Study selection

Search results were exported to ProQuest RefWorks and duplicates removed. Titles and
abstracts of the remaining studies were screened for eligibility by the first author. To promote
accuracy and precision in the implementation of inclusion-exclusion decisions,?* the titles and
abstracts of a random sample of 30 papers (5.5% of the total records screened) were screened
by the second author: 100% interrater reliability was achieved. The full text of potentially
eligible articles was then screened by the first author to produce the final list of included

studies.

2.6 | Data extraction and synthesis

Data extraction was completed independently by the first author, using a coding spreadsheet.
Extracted data consisted of: study location, design, rationale, sample size, participant
demographics (gender, age, etc), how repeat diabetic ketoacidosis was defined within the
study, the main findings pertinent to this literature review and the main limitations of the
study. Due to the heterogeneity between study designs and variance between psychosocial
outcomes measured, it was not appropriate to conduct a meta-analysis. Instead, a narrative
synthesis was conducted to summarise key findings, focusing on the relationship between

psychosocial factors and repeat diabetic ketoacidosis.

2.7 | Assessment of risk of bias

Study quality was assessed independently by the first author using QualSyst, a peer-reviewed
standardised measure of internal validity, designed for use across a broad range of study
designs.? It was selected for use in this review due to the heterogeneity of study designs

across the included papers. Although tools designed for heterogenous study designs may not
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be as sensitive as tools aimed at specific designs,? the decision was taken not to use separate
tools for each design to allow for greater comparability of quality assessment. QualSyst
operates a scoring system, whereby studies are allocated scores of 0-2 across 14 criteria,
depending on whether the criteria are met (score=2), partially met (score=1), or not met
(score=0). These scores are then summed to produce a summary score indicating the overall
quality of the study.?? However, summary scores may not constitute an accurate reflection of
a study’s quality: for instance, because equal weighting is afforded to each item, studies with
a single but significant flaw would be allocated higher summary scores than studies with a
small number of minor flaws.?* Consequently, QualSyst was used to supplement quality
appraisal in addition to qualitative critical appraisal undertaken by the first author. No studies
were excluded from the review for reasons of poor quality, but this information was
considered during data synthesis, with less weight given to the findings of poorer quality

studies.

3| RESULTS
3.1| Study selection

As depicted in Fig. 1, the database search identified 701 papers and 16 additional papers were
identified through other sources. After duplicates were removed, 548 papers were subject to
abstract and title screening and 453 papers were excluded at that point. Ninety-five articles
were then screened in full, and 73 of them excluded for reasons outlined in the flow diagram.

The remaining 22 studies met criteria for inclusion in the qualitative synthesis.
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Identification

[

)

Screening

Eliaibilitv

Records identified through
database searching (n=701)
ASSIA (n=119), CINAHL
(n=101), PsyclInfo (n=12),
PubMed (n=275), Web of Science
(n=194)

Additional records identified
through other sources (i.e.
reference lists and review papers)

'

(n=16)

Records after duplicates removed
(n=548)

Records screened
(n=548)

\ 4

Records excluded

(n=453)

Reasons:

(n=15)

Full-text articles
assessed for eligibility
(n=95)

A\ 4

(n=5)

Full text articles excluded

(n=73)

- Not rDKA-related (n=15)
- Not stratified by diabetes type

- No distinction between DKA
and rDKA (n=11)

- No psychosocial factors (n=10)

- DKA combined with other
complications (n=7)

- Diabetes type not specified

Included

[

- IDKA not stratified by
psychosocial factors (n=4)

- Not primary data (n=4)

- Not peer reviewed (n=2)

Studies included in
qualitative synthesis
(n=22)

Figure 1. PRISMA flow diagram of the systematic review process

Abbreviations: DKA, diabetic ketoacidosis; rDKA, repeat diabetic ketoacidosis
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3.2 | Study characteristics

Data extracted from the 22 studies are presented in Table 1. The studies were published
between 1984 and 2020 and included participants from nine countries. Most of the studies
concerned participants in the US (n=10)?°3%-353941-44 and the UK (n=6),%126:37:3845 wjjth the
remaining studies based in Canada (n=1),%! Australia (n=1),%> New Zealand (n=1),%° Austria
and Germany (n=1),% China (n=1)* and Turkey (n=1)?. Whilst sample sizes ranged from 30
to 264 687, most studies included over 100 participants (n=17),%1%:2526,28,29.31,33,34,36,38,39-43,45
eight of which included over 1000 participants. Across studies, participant ages ranged from 0
to 85. Three studies included participants from across the lifespan,®34°> whereas four studies
included only participants aged 18 and over.!1:313440 Seven studies reported only on
participants aged up to 18.2>28:29323941.44 The djstinction between child and adult participants
was less clear in five studies, with one including people aged 16 and over,* one including
only 17-25 year olds,?® and three including only participants aged 21 and under.3¢424% Age
range was not specified in three studies.®**?" There was little consistency between studies in
how they conceptualised repeat diabetic ketoacidosis: some studies focused on repeat
episodes within one year,1:2%34-364144 others considered repeat episodes within the study
period,26:30-33404345 others concerned repeat episodes across the lifespan,®2>:373942 whilst
others offered no definition.?®3® Finally, 19 studies specified that participants had a diagnosis
of type 1 diabetes, whereas the remaining three described participants as living with insulin-
dependent diabetes. The latter three studies were amongst the oldest in the sample, being

published between 1984 and 1996.37-%°

18



Table 1. Key data extracted from each of the studies included in the qualitative synthesis

Authors, Definition of repeat Findings regarding psychosocial factors
year, location  Study design and rationale Sample diabetic ketoacidosis and repeat diabetic ketoacidosis Main limitations
Ampt et al. Longitudinal population-based 5176 children living More than one Repeat admissions for diabetic ketoacidosis ~ Use of pre-recorded data
(2019)® study with type 1 diabetes documented hospital were more likely to occur in females (OR precludes ability to control for
Australia To determine incidence Age range: 0-14 years admissjon for diabetic 1.47, 95% CI 1.2{1-1.79) and those from potential confounds
orevalence, and risk fac’tors : ketoacidosis disadvantaged neighbourhoods (OR 1.26,
for diabetic ketoacidosis in 2579 female, 2597 95% CI 1.02-1.79)
children living with type 1 male
diabetes
Bryden et al. Longitudinal cohort study 113 young adults living  Not specified - repeated Psychiatric symptoms at baseline (as derived  GSI does not indicate the
(2003)% To assess the influence of with type 1 diabetes diabetic ketoacidosis from the Global Severity Index (GSI) of the  nature of “psychiatric
UK early behavioural and Age range: 17-25 years admissior]s over the self—report_ Symptom Checl_<|ist, _SCL—9O,27 symptoms’ experienced
sveholoaical factors on : study period (mean were predictive of repeat diabetic 3% °d ¢
psy g 62 female, 51 male follow-up=11.2 years, ketoacidosis at follow-up (OR 9.1, 95% ClI o dropou
outcomes related to type 1 SD=2.5) 2.9-28.6, P<0.001) Relatively small sampl
diabetes (77% followed-up at ' ' o ' clatively smail sampe
time 2)
Cebeci et al. Retrospective chart review 111 children and Not specified, but uses Sixty-four percent of those with repeat No statistical analysis related
(2012)% . . adolescents living with  the term ‘recurrent diabetic ketoacidosis were female (n=7) to the variable of interest for
To determine clinical and . . . o . .
. . type 1 diabetes diabetic ketoacidosis this review.
Turkey biochemical features of
diabetic ketoacidosis in type 1~ Age range: 0.9-17.3 Relatively small sample
diabetes across different age years capturing few repeat episodes
groups 64 female, 47 male Use of pre-recorded data
precludes ability to control for
potential confounds
Cohn et al. Retrospective analysis of 1676 children and Not specified. However,  Repeat diabetic ketoacidosis significantly Use of pre-recorded data
(1997)% discharge data young people living study focused on all more likely to occur in females than males precludes ability to control for
. . with type 1 diabetes hospitalisations within (23.5% vs 14.2%, P<0.001), with the largest  potential confounds
us To investigate gender

differences in hospitalisations
for insulin-dependent diabetes

Age range: 0-18 years
924 females, 752 males

one year.

female excess in adolescents
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Table 1. Continued

Authors, Definition of repeat Findings regarding psychosocial factors
year, location  Study design and rationale Sample diabetic ketoacidosis and repeat diabetic ketoacidosis Main limitations
Cooper et al. Retrospective case-control 80 young people and One or more subsequent  No significant differences found between Psychiatric comorbidity and
(2016)% examination of medical adults living with type  admissions within 60 people with single versus repeat diabetic substance use recorded
New Zealand records 1 diabetes months of the index ketoacidosis in terms of comorbid inconsistently
" To investigate risk factors for ~ Age range: 16-72 years diabetic ketoacidosis psychiatric illness (17.5% vs. 7.5%, Relatively small sample
reneat diat?etic ketoacidosis g ge- y admission P=0.18), alcohol abuse (33% vs. 24%, y P
pea o 40 female, 40 male P=0.46) or substance abuse (15% vs. 5%, Use of pre-recorded data
hospital admissions in people _ -
L . . P=0.14). precludes ability to control for
living with type 1 diabetes .
potential confounds
Del Degan et Retrospective cohort file 212 adults living with Not specified - repeated No differences were observed between Data pertaining to
al. (2019)* review type 1 diabetes diabetic ketoacidosis individuals with repeat and single episodes socioeconomic status often
. . i admissions over the of diabetic ketoacidosis in terms of age missing from files
Canada To investigate factors Age range: Not

associated with repeat diabetic
ketoacidosis in type 1 diabetes

recorded (18+)
102 female, 110 male

study period (10 years)

(repeat M=36 years, SD=12.2, single
M=37.7 years, SD=15.2, P=0.41), low
socioeconomic status (repeat: 40%, single:
29.2%, P=0.25), nor presence of an eating
disorder (repeat: 1.4%, single: 2.1%, p=1.0).
Also, no significant difference with regards
to gender, though there was a trend towards
a greater male prevalence in the repeat group
(60.6% compared to 47.5% in single,
P=0.08)

In bivariate regression, diagnosis of a
psychiatric illness (OR 2.84, 95% CI 1.56-
5.16, P<0.01) and alcohol/illicit drug use
(OR 2.81, 95% CI 1.55-5.07, P<0.01)
emerged as risk factors for repeat diabetic
ketoacidosis, but these findings did not
retain statistical significance in multivariate
regression.

Use of pre-recorded data
precludes ability to control for
potential confounds

Low presence of factors such
as eating disorders and ethnic
minority status in the overall
sample precluded ability to
fully explore their impact
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Table 1. Continued

Authors, Definition of repeat Findings regarding psychosocial factors
year, location  Study design and rationale Sample diabetic ketoacidosis and repeat diabetic ketoacidosis Main limitations
Dumontetal.  Prospective cohort study 61 children and young At least two episodes of ~ Based on 9 individuals noted to have Relatively small sample
(1995)% To assess the impact of people living with type  diabetic ketoacidosis experienced repeat diabetic ketoacidosis: capturing few repeat episodes,
: P . 1 diabetes across the study period - . . described findings as
us psychosocial factors on risk of No associations with age or social class.
. i (8 years) exploratory only
recurrent type 1 diabetes Age range: 9-16 years : :
L Females more likely to experience repeat
complications . Underpowered to detect
30 female, 31 male episodes than males (P<0.05). In females, L L
. . - statistical significance
repeat episodes were associated with both
internalising and externalising behaviour
problems (P<0.05 and P<0.001,
respectively), poorer peer relationships
(P<0.05), higher family conflict (P<0.01)
and lower levels of parent-reported family
cohesion (P<0.01), expressiveness (P<0.05),
and organization (P<0.01). In males, repeat
episodes were associated with mature
defence mechanisms (P<0.05) and maternal-
reported higher levels of family organisation
(P<0.01).
Everett & Cross-sectional database 4037 children, young More than one diabetic Females had increased odds of repeat Estimated area deprivation via
Mathioudakis  review people and adults ketoacidosis readmission  diabetic ketoacidosis in both paediatric and postal code which may
(2019)* To compare differences in the living with type 1 across the five-year study adult groups. Within this, the paediatric overlook within-postcode
ompal diabetes period group had greater odds of four or more variance in deprivation.
us relationship between

psychosocial factors and
repeat diabetic ketoacidosis in
type 1 diabetes across
paediatric and adult
populations.

Age range: 2-80+
(precise upper limit
unspecified)

1931 female, 2106
male

readmissions than the adult group (paediatric
OR 2.31, adult OR 1.51, Pin=0.20).

In the paediatric group, odds of repeat
diabetic ketoacidosis increased with age,
with odds of 11.66 for four or more repeat
episodes (95% CI 3.74-36.37). Increasing
age was associated with decreased odds of
four or more repeat episodes in adults, with
a 29% decrease in odds of four or more
episodes for each increase in age bracket
(OR 0.71, 95% ClI 0.66-0.76, Pin=0.01).
(continued overleaf)

However, authors note that the
area under study is relatively
homogenous with regards to
geographical distribution of
deprivation

Use of pre-recorded data
precludes ability to control for
potential confounds

21



Table 1. Continued

Authors,
year, location

Study design and rationale

Sample

Definition of repeat
diabetic ketoacidosis

Findings regarding psychosocial factors
and repeat diabetic ketoacidosis Main limitations

Concerning area deprivation, there were
significant differences between paediatric
and adult populations for those with one to
three repeat episodes (Pin=0.01 for both) and
those with four or more episodes (Pin=0.1
and Pin=0.2, respectively). Compared to the
least deprived, moderately deprived
individuals in the paediatric group had
increased odds of one to three (OR 4.26,
95% CI 1.79-10.12) and four or more
episodes (OR 7.87, 95% CI 1.02-60.81).
There were no significant differences in
these outcomes for adults. When comparing
the most deprived individuals to those who
are least deprived, there were increased odds
for one to three episodes (OR 4.04, 95% ClI
1.04-58.11) in the paediatric group.
Although there was no association observed
in one to three episodes in the adult cohort,
there were significantly increased odds of
four or more episodes between the most and
least deprived adults (OR 2.23, 95% CI
1.16-4.25).

When comparing Medicaid insurance with
private insurance, there were increased odds
of both one to three admissions, and four or
more admissions, across both adult and
paediatric cohorts (for one to three
admissions: adult OR 1.85, 95% CI 1.17-
2.90, paediatric OR 1.39, 95% CI 1.11-1.75,
Pint=0.06; for four or more admissions: adult
OR 2.81, 95% CI 1.35-5.87, paediatric OR
1.99, 95% CI 1.32-3.01, Pin=0.64).
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Table 1. Continued

Authors,
year, location

Study design and rationale

Sample

Definition of repeat
diabetic ketoacidosis

Findings regarding psychosocial factors
and repeat diabetic ketoacidosis

Main limitations

Everett &
Mathioudakis
(2019)%*

usS

Cross-sectional database
review

To investigate individual and
hospital predictors of repeat
diabetic ketoacidosis
admissions in adults living
with type 1 diabetes

181 284 adults living
with type 1 diabetes

Age range: not reported
(lower limit: 18 years,
median age: 35 years)

88 104 female, 93 180
male

Any readmission with
diabetic ketoacidosis
within the same calendar
year as the index
admission

Increasing age was associated with lower
odds of repeat diabetic ketoacidosis, with the
largest effect sizes demonstrated in those
with higher rates of repeat episodes
(P<0.001).

Female gender was associated with higher
odds of repeat episodes, with a 40% increase
in odds of four or more readmissions
(P<0.001)

There was a 19% increased risk of one to
three repeat episodes, and a 46% increase in
the odds of four or more readmissions for
those with the lowest income as compared to
those with the highest income (P<0.001)

When compared to those with private
insurance, individuals with Medicare
insurance had increased odds of both one to
three (OR 2.08, 95% CI 1.97-2.19) and four
or more (OR 3.33, 95% CI 2.94-4.38)
episodes of repeat diabetic ketoacidosis
(P<0.001). This trend was also observed
between users of Medicaid and private
insurance (OR of one to three readmissions
1.89, 95% CI 1.82-1.97; OR of four or more
admissions 3.33; 95% CI 3.02-3.67,
P<0.001).

Design of database meant that
only readmissions within a
calendar year could be
followed. Therefore,
readmissions of those
admitted later in the calendar
year may be missed.

Use of pre-recorded data
precludes ability to control for
potential confounds (e.g. race
not recorded in the database)
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Table 1. Continued

Authors, Definition of repeat Findings regarding psychosocial factors

year, location  Study design and rationale Sample diabetic ketoacidosis and repeat diabetic ketoacidosis Main limitations
Flexner et al. Matched control chart review 42 people living with Considered repeat People with repeat diabetic ketoacidosis had ~ Small sample with large
(1984)% type 1 diabetes diabetic ketoacidosis if spent fewer years in education (8.1 years vs.  number of outcomes.

To explore the contributary
us factors to repeat diabetic
ketoacidosis in type 1 diabetes

Age range: not reported

Gender distribution:
not reported

an individual was
admitted more than once
in one year primarily for
DKA

10.1 years) and were more likely to have a
‘diagnosed neurosis’ (29% vs. 6%) than
those with a single episode (P<0.05)

Analysis not specified and no
report of effect size or
variance in the data

Diagnosed ‘neuroses’ not
specified

Fritsch et al. Cross-sectional database 28 770 children and Two or more episodes of  Females more likely to experience repeat ‘Migration background’ used
(2011)% review young people living diabetic ketoacidosis in diabetic ketoacidosis than males (57.4% vs as a proxy for ethnic minority
. . . with type 1 diabetes the most recent year of 42.5%, P=0.02). status, defined by having at
Germany & To investigate incidence and :
. . . - . follow up T , least one parent born outside
Austria risk factors for repeat diabetic ~ Age range: 0-20 years People from a ‘migration background’ also £ the locality. Thi look
ketoacidosis in young people more likely to experience repeat diabetic of the _ocablty.h 1S ove;:r O0KS
living with type 1 diabetes 13 781 female, 14 989 ketoacidosis, with 19.3% of people with a mlgratlpn yt 0se not from
male o T an ethnic minority group.
migration background experiencing two or
more episodes Use of pre-recorded data
precludes ability to control for
potential confounds
Gibb et al. Retrospective cohort file and 298 people living with ~ More than one admission  No gender differences (P=0.186) Estimated area deprivation via
(2016)° database review type 1 diabetes with diabetic Higher levels of social deprivation were postal code which may
UK To investigate the risk factors ~ Age range: not ketoacidosis across the associated with repeat episodes (P=0.005) overlook within-postcode

and mortality associated with
repeat diabetic ketoacidosis in
type 1 diabetes

specified
134 female, 164 male

lifespan

Antidepressant use more common in those
with five of more episodes of repeat diabetic
ketoacidosis (47.5%) as compared to those
with two to four episodes (27.8%) and those
with one episode (12.6%; P=0.001).

There was no statistically significant
association between higher rates of repeat
diabetic hospital admission for treatment of
psychiatric illness (P=0.092)

variance in deprivation.

Use of pre-recorded data
precludes ability to control for
potential confounds
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Table 1. Continued

Authors, Definition of repeat Findings regarding psychosocial factors
year, location  Study design and rationale Sample diabetic ketoacidosis and repeat diabetic ketoacidosis Main limitations
Gill (1992)¥ Cross-sectional study 84 people living with ‘Brittle diabetes’ group Psychosocial problems (including “family Specific ‘psychosocial
UK To explore psychosocial irPsulin-dependent defined as people for disturbances”, “personality disturbances” problems’ reported across all
factors associated with brittle diabetes whom 90% or more of apd de_pressmn) common in both repeat pgrticipants with ‘brittle
diabetes in people living with ~ Age range: not reported aquS§I0nS were fo_r diabetic ketoacidosis (73%) and ‘other diabetes’; not stratified by
insulin-dependent diabetes : diabetic ketoacidosis brittle diabetes’ (75%) groups, psychosocial  type of ‘brittle diabetes’
59 female, 25 male (time frame for problems more common as compared to the . N
- - ) . , Unclear operationalisation of
admissions not specified) ‘stable diabetes’ group (17%; P<0.001). . .
psychosocial factors, leaving
Within the “brittle diabetes’ group, those room for interpretation
with repeat diabetic ketoacidosis were regarding the factors being
significantly younger (M= 20.5 years, measured.
SD=5.5) than those with ‘other brittle Relativel " le si
diabetes’ (M= 36.1 years, SD=13.6) elatively small sample size
Gill et al. Questionnaire survey 414 children and adults  Not specified, but uses When comparing individuals with repeat Survey response rate of 72%);
(1996)% (completed by clinicians) living with insulin- the term ‘recurrent diabetic ketoacidosis with those with ‘mixed  unclear whether non-
dependent ‘brittle diabetic ketoacidosis’ brittleness’ and ‘recurrent hypoglycaemia’, responding clinicians had no
UK To explore the prevalence, ) , k LN ; I
clinical characteristics and diabetes the repeat group were younger (mean ages: mdwm!uals meetlng crlterla}
causes of brittle diabetes in Age range: 5-85 22, 28 and 34, respectively) and had the for ‘brittle diabetes’ on their
people living with insulin- ' greatest female excess (140%, 90% and caseload, or whether there
: 273 female, 141 male 10%, respectively) were other reasons for non-
dependent diabetes
response.
Authors could not be certain
that the sample included only
individuals living with type 1
diabetes.
Golden et al. Retrospective chart review 418 children living Recurrence of diabetic Observed no significant differences in No account of how confounds
(1985)%® with insulin-dependent  ketoacidosis at any time  children with and without repeat diabetic were considered and

Evaluation of an intervention
us aimed at preventing repeat
diabetic ketoacidosis

diabetes

Age range: 0.25-7.25
years

186 females, 232 males

after initial episode

ketoacidosis in terms of age and sex.

Children with repeat episodes significantly
more likely to be utilising public insurance
than children without repeat episodes
(36.1% vs. 13.5% respectively, P<0.001)

ameliorated

Outcomes pertinent to this
review were not the main aim
of this study
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Table 1. Continued

Authors, Definition of repeat Findings regarding psychosocial factors
year, location  Study design and rationale Sample diabetic ketoacidosis and repeat diabetic ketoacidosis Main limitations
Li et al. Cross-sectional study 611 adults living with Two or more episodes of  Female gender was associated with Data gathered cross-
(2014)% To assess incidence and risk type 1 diabetes diabetic ketoacidosis in increased risk of repeat diabetic ketoacidosis  sectionally and via participant
. . . . the study period (20 (RR 10.56, coefficient 1.18, 95% CI 1.97- self-report
China factors associated with Age range: 19.5-37.3 months) 56.72, P=0.01)
diabetic ketoacidosis and years T R Did not measure/control for
severe hypoglycaemia in 398 female. 283 male No association was found between level of the impact of potential
people living with type 1 ’ income and repeat episodes (RR 1.12, confounds such as
diabetes coefficient 0.11, 95% CI1 0.99-1.27, P=0.08)  psychological wellbeing
Malik et al. Retrospective cohort medical 12 449 children and Two or more episodes of ~ When comparing children with zero Use of pre-recorded data
(2016)* record review young people living diabetic ketoacidosis episodes of repeat diabetic ketoacidosis with  precludes ability to control for
US To examine differences in with type 1 diabetes within a 365-day period Fhose with thr_ee or more, _there is an increase potential_ confounds (e.g.
oredictors of 365-day Age range: 2-18 years in the proportion of individuals who are glycaemic control)
admission frequenc . female_ (50'3% vs 61.8%, P< 001), older Potential variation in codin
a y 6576 female, 5912 (especially in the over 12s; 47.4% vs. i h tg
for diabetic ketoacidosis for  male 58.3%, P<0.001), non-Hispanic black iy al"’é’is research sites
children living with type 1 (16.1% vs. 46.5%, P<0.001), utilising public May have Ted to he d
diabetes, across and within insurance (27.8% vs. 56.0%, P<0.001) and Inconsistencies In the data
hospitals who have a mental health comorbidity (5.1% No information provided
vs. 8.6%, P<0.001) regarding the nature of
‘mental health comorbidities’
Rewers et al. Prospective cohort database 1243 children and Two or more episodes of  No psychosocial predictors of repeat No information provided
(2002)#2 design young people living diabetic ketoacidosis. No  diabetic ketoacidosis were found for regarding which psychiatric
. . with type 1 diabetes timeframe specified. younger children. disorders individuals had been
uUs To determine the incidence

and predictive risk factors of
diabetic ketoacidosis and
severe hypoglycaemia for
children living with type 1
diabetes

Age range: 0-19 years
583 female, 660 male

In older children, repeat episodes were
associated with the presence of psychiatric
disorders (OR 3.39, 95% CI 2.05-9.40,
P<0.001) and underinsurance (OR 3.39,
95% CI 1.57-7.34, P<0.002)

diagnosed with.

Multiple providers involved in
data collection process,
potential for inconsistencies

Based in metropolitan area;
may not generalise to rural
settings
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Table 1. Continued

Authors,

year, location  Study design and rationale

Sample

Definition of repeat
diabetic ketoacidosis

Findings regarding psychosocial factors
and repeat diabetic ketoacidosis

Main limitations

Vakharia et al.
(2020)%

us To examine the relationship
between family history of
diabetes and repeat diabetic
ketoacidosis in young people
living with type 1 diabetes

Retrospective cohort file
review study

131 children and young
people living with type
1 diabetes

Age range: 0-21 years

62 female, 69 male

Two or more diabetic
ketoacidosis admissions
during the study period
(6 years)

In univariate analyses with non-Hispanic
black individuals experienced 80% more
admissions than those who were non-
Hispanic white (IRR 1.8, 95% CI 1.3-2.5,
P=0.02). This was not significant in
multivariate analysis (P=0.2).

Individuals aged 15 or older had 60% more
repeat episodes than those aged under 15
(IRR 1.6, 95% CI 1.1-2.2, P=0.004)

Those with public insurance had 50% more
repeat episodes than those with private (IRR
1.5, 95% CI 1.2-2.0, P=0.002).

Those with a family history of diabetes had
50% more episodes of repeat diabetic
ketoacidosis than those with no family
history (IRR 1.5, 95% CI 1.0-2.3, P=0.03).
This was not explained by type of family
diabetes, how closely related the family
members were, nor these family members
lived in the same household.

Missing data and possible
inaccuracies observed in the
charts

Use of pre-recorded data
precludes ability to control for
potential confounds

Relatively small sample size

White et al.

44

(1984) To examine physical and

us psychological factors
associated with poorly
managed insulin-dependent
diabetes

Retrospective cohort study

30 children and
adolescents living with
poorly managed
insulin-dependent
diabetes

Age range: 0-17

10 female, 20 male

Two or more
hospitalisations or
emergency room Visits
for diabetic ketoacidosis
within one year

25 of the families were noted to have poor
living conditions and/or limited financial
resources

In terms of parental functioning, 4 families
were rated as ‘adequate’, whilst 3 were rated
as ‘over adequate’ (‘overinvolved with high
expectations’), and the remaining 23 were
rated as ‘inadequate’; 15 of these were due
to ‘inability’ and 8 due to ‘disinterest’

(continued overleaf)

Small sample size

Psychosocial factors derived
from ‘psychosocial
summaries’ in medical
records; robustness of this
form of measurement not
reported.

No comparison group

No statistical analysis
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Table 1. Continued

Authors,
year, location

Study design and rationale

Sample

Definition of repeat
diabetic ketoacidosis

Findings regarding psychosocial factors
and repeat diabetic ketoacidosis

Main limitations

In terms of ‘family problems’, unstable
composition’ was noted in 10 families,
‘chronic conflict’ in 14, ‘conflictual parent-
child relationship’ in 12, “child abuse or
medical neglect’ in 6, ‘psychiatric pathology
or alcoholism’ in 9 and ‘illness or death in
family or other significant loss’ in 6.

Behaviour problems were also noted in the
children and adolescents: 18 experienced
problems at school, in the form of ‘truancy
and poor performance’, 17 demonstrated
‘oppositional behaviour’ 6 demonstrated
‘antisocial behaviour and other psychiatric
pathology’ and 9 exhibited ‘difficulty with
peers’

Finally, 11 participants were classified as
depressed, 14 with decreased self-esteem, 13
with generalised anxiety or fearfulness, 17
were considered to ‘internalise feelings’ and
7 were described as having ‘dependent
personality’

Wright et al.
(2009)*

UK

Retrospective cohort file
review study

To determine mortality and
risk factors associated with
repeat admissions for diabetic
ketoacidosis in people living
with type 1 diabetes

137 people living with
type 1 diabetes

Age range: 0.92-75
years

86 female, 51 male

Not defined — uses the
term ‘multiple
admissions’ across
within the study period
(9 years)

Female gender (P<0.005), the presence of
psychological problems (P<0.05), younger
age (P<0.005), and lower social class
(P<0.05) were associated with increasing
frequency of repeat diabetic ketoacidosis.

Use of pre-recorded data
precludes ability to control for
potential confounds

Difficulties accessing records
of the deceased

‘Psychological problems’ not
defined

Relatively small sample size
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Authors,
year, location

Study design and rationale

Sample

Definition of repeat
diabetic ketoacidosis

Findings regarding psychosocial factors
and repeat diabetic ketoacidosis

Main limitations

Zhong et al.
(2018)1*

UK

Retrospective cohort database
study

To explore trends in hospital
admissions for diabetic
ketoacidosis in adults living
with type 1 and type 2
diabetes

264 687 adults living
with diabetes.

Of the 23 246 living
with type 1 diabetes:

Age range: not reported
(lower limit: 18,
average age: 44.66
years, SD: 17.67)

Gender distribution:
Not reported

Two or more admissions
for diabetic ketoacidosis
within a particular year

Individuals with repeat diabetic ketoacidosis
significantly younger than those with single
or zero episodes (P<0.001)

Multiple comparisons were
not corrected for statistically

Noted risk of misclassification
of diabetes type in the records
(sensitivity analysis suggested
this was unlikely to
significantly impact on
results)

Use of pre-recorded data

precludes ability to control for
potential confounds

Abbreviations: Cl, confidence interval; OR, odds ratio; RR, risk ratio; IRR, incidence rate ratio; M, mean; SD, standard deviation
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3.3 | Study quality and risk of bias

A range of study designs were included, encompassing retrospective (n=11),%11:28-31,39,41,43-45
prospective (n=4),2>26:3242 and cross-sectional designs (n=7).3%384% The majority of studies
utilised pre-existing data sources, including medical files (n=9)?8-31:353941.43.45 and databases
(n=5),11:33:343642 \ith one study utilising both of these methods.® Outcomes of the quality
appraisal are contained in Table 2 (see Appendix B for an illustration of this process). The
overall quality of included studies was variable. In general, the most recently conducted
studies were of the highest quality. Overall, the included studies were rated highly in terms of
the clarity and appropriateness of their objectives, design, participant selection, description of
participants, description of results and conclusions being supported by the results. However,
seven studies reported on outcomes that were ill-defined and open to misclassification
biag,30:34:3537384445 £ rthermore, the majority of studies (n=17)%11:25.26.28:29.31.34.37-45 \yare
considered to have incomplete control of confounding variables which, for the most part, was
associated with the use of pre-existing data from medical records or databases. In addition, the
small sample size in some studies likely resulted in insufficient power to detect statistical

Sign ificance 26,28,30,32,35,43-45
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Table 2. Study quality appraisal ratings on the QualSyst appraisal tool

8
k7 S 8 5 o g
[<5) o c = 0 — © o —~
2 ~ 5 - 3 £ .9 So ) e o FER 23 = @ S
§ 5 B2 B g% %5 5 5 8 22 Es & & 2 &%
2 2 g2 88 58 :£ 5= S £ £8 2% 5 g S ER
o a} » 8 » G x3 £S5 » 5 o b < E m S O 2 O o3
Ampt et al.
P Y Y Y Y N/A N/A N/A Y Y Y Y P Y Y 95
(2019)
Bryden et al.
(2003)% Y Y Y Y N/A Y N/A Y P Y Y P Y Y 92
Cebeci et al.
(2012)% Y Y Y Y N/A N/A N/A Y P P Y N Y Y 82
Cohn et al.
(1997) Y Y Y Y N/A N/A N/A Y Y Y Y P Y Y 95
Cooper etal. Y Y Y Y N/A N/A N/A P P P Y Y Y Y 86
(2016)
Del Degan et
al. (2019)% Y Y Y Y N/A N/A N/A Y Y Y Y P Y Y 95
Dumont et al.
» Y Y Y Y N/A N/A N/A Y N P N Y Y Y 77
(1995)
Everett &
Mathioudakis Y Y Y Y N/A N/A N/A Y Y Y Y Y Y Y 100
(2019)®
Everett &
Mathioudakis Y Y Y Y N/A N/A N/A P Y Y Y P Y Y 91
(2019)%

31
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55

N/A

N/A

N/A

Flexner et al.
(1984)%

100

N/A N/A

N/A

Fritsch et al.
(2011)%

95

N/A N/A

N/A

Gibb et al.
(2016)°

77

N/A N/A

N/A

P

Gill (1992)%

77

N/A N/A

N/A

Gill et al.
(1996)%

86

N/A

N/A

N/A

Golden et al.
(1985)%

91

N/A N/A

N/A

Li et al
(2014)%°

95

N/A N/A

N/A

Malik et al.
(2016)*

95

N/A N/A

N/A

Rewers et al.
(2002)*
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Vakharia et al.
(2020)*

68
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N/A

White et al.
(1984)*

82

N/A N/A

N/A

Wright et al.
(2009)%

91

N/A N/A

N/A

Zhong et al.
(2018)1*

:2)

Key: Y:Yes (score

:1)

P: Partial (score
N: No (score

:0)

QualSyst score: (total sum =+ total possible sum) x 100
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3.4 | Synthesis of results

In considering the main findings across studies with regards to the relationship between
psychosocial factors and repeat diabetic ketoacidosis, themes were identified around age,
gender, ethnicity, socioeconomic status, mental health difficulties, family-related factors, and
social and behavioural issues (in children and young people). The main findings pertaining to

each theme are synthesised in turn.

3.4.1| Age

Of the 22 studies, 12 investigated the relationship between age and repeat diabetic
ketoacidosis.11:29.31-3437-39.4143.45 A sjgnificant association between these two factors was
observed in eight studies, with results suggesting that diabetic ketoacidosis generally appears
to be most common amongst adolescents and younger adults. Indeed, in their comparison of
paediatric and adult populations, Everett and Mathioudakis®® observed that the odds of repeat
diabetic ketoacidosis increased with age for paediatric participants, and decreased with age for
adult participants, with a 29% decrease in odds of four or more episodes for each increase in
age bracket in adult participants. In studies of mixed-age participants, repeat diabetic
ketoacidosis was associated with younger age.®“® The same was true of studies concerning
only adult populations.®*!! The inverse was true of studies focusing on children and young
people,*+*® with a recent study suggesting that individuals aged 15 and over had 60% more
admissions for repeat diabetic ketoacidosis than those under 15.% Furthermore, studies
comparing the recurrence of differing diabetes complications in adults found that people who
experienced repeat diabetic ketoacidosis were generally younger than those who experience
other repeat complications such as recurrent hypoglycaemia.®”*® However, three studies did

not find a significant relationship between age and diabetic ketoacidosis. One of these studies

34



included adult participants only, though this study did not report on the age range of
participants, and the remaining two concerned only children and young people. One of these
included only a narrow age range of participants (9-16 year olds)®? and the other concerned
only participants aged 7 and under.% Interestingly, a large prospective cohort study also found
no psychosocial predictors of repeat diabetic ketoacidosis for the youngest participants in

their study.*

3.4.2 | Gender

Fourteen studies investigated the association between gender and repeat diabetic
ketoacidosis.®?2%:28:29.31-34,36,38,39.404145 Tha majority of studies (n=11) found that repeat diabetic
ketoacidosis was more common in females than males, and this effect was observed across
studies concerning children and young people, 2829323641 aquit populations,®“° and mixed-
age studies.®384 Of these studies, two directly discussed the interplay between age and
gender in repeat diabetic ketoacidosis. In their study of 1676 children and young people aged
0-18, Cohn et al.?® observed the largest female excess in repeat diabetic ketoacidosis in
adolescents. Furthermore, in their direct comparison of adult and paediatric populations,
Everett and Mathioudakis3* observed that, whilst the odds of repeat diabetic ketoacidosis were
1.51 times higher for female adults, they were 2.31 times greater for female children and
young people. Indeed, in those studies reporting on the odds of repeat diabetic ketoacidosis,
odds estimates range between 1.47 and 2.31 times greater for female children and young
people®®3 and 1.4 and 1.51 in adult females.®33* Conversely, three studies observed no
significant relationship between gender and repeat diabetic ketoacidosis. One of these studies
focused on children aged 7 years and under,3 one on just adults aged 18 and over,®! and one

did not report on age of participants.®
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3.4.3 | Ethnicity

The role of ethnicity in repeat diabetic ketoacidosis was considered in three studies. 364143
These studies included only children and young people, with all participants aged 21 and
under. In one study comparing individuals with zero episodes of repeat diabetic ketoacidosis
with those who had experienced three or more episodes, a higher proportion of people who
were non-Hispanic black were observed in the repeat group (46.5% as compared to 16.1% in
the zero episode group).** Furthermore, in univariate analysis, Vakharia et al.** observed that
non-Hispanic black individuals experienced 80% more admissions for repeat diabetic
ketoacidosis than non-Hispanic white individuals. However, this association was not
significant at multivariate analysis (P=0.2). Finally, Fritsch et al.*® used ‘migration
background’ as a proxy for ethnic minority status and determined that those from a ‘migration
background’ were more likely to experience repeat diabetic ketoacidosis, However,
‘migration background’ may be considered a poor proxy for ethnic minority status as it was
defined by having at least one parent born outside of the locality — this definition could be
critiqued for failing to consider migration by individuals who are not from an ethnic minority

background.

3.4.4 | Socioeconomic status

Thirteen studies explored the impact of socioeconomic status on repeat diabetic
ketoacidosis.®?>333%3945 gocioeconomic status was inferred through a variety of means across
studies, including; the neighbourhood participants lived in,°?>% social class, ¥4
income31344044. and, where applicable, insurance status.33343941-43 Regardless of how
socioeconomic status was estimated, a significant association between low socioeconomic

status and repeat diabetic ketoacidosis was observed in 11/13 studies across populations of
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children/young people and adults. Although most of these studies were based in the

US, 3334394144 o were UK-based,®*® suggesting that this association is not solely a function
of healthcare costs. Conversely, no association was found between socioeconomic status and
repeat diabetic ketoacidosis in two studies.®>*° However, one of these studies included only

nine participants who experienced repeat diabetic ketoacidosis®?.

3.4.5 | Mental health difficulties

Ten studies investigated the association of mental health difficulties with repeat diabetic
ketoacidosis,®26-30-31:35.37:41.42.44.45 Of these, the outcomes of eight were supportive of a link
between poorer mental health and increased likelihood of repeat diabetic ketoacidosis, across
both child/young people and adult populations. Most studies concerned mental health
difficulties in a broad sense, thus reporting on general outcomes such as ‘psychiatric
symptoms or disorders’, 242 ‘diagnosed neuroses’,* ‘mental health comorbidity’,* or
‘psychological problems’.*> On the other hand, Gibb et al.® observed an increase in
antidepressant use across participants with one episode of repeat diabetic ketoacidosis
(12.6%), those with two to four episodes (27.8%), and those with four or more (47.5%,
P=0.001). Two further studies considered more specific mental health difficulties and
observed that people who experienced repeat diabetic ketoacidosis may be more likely to
experience difficulties with depression, low self-esteem, anxiety and ‘personality
disturbances’.3"** However, those outcomes were observational in nature and thus have
limited generalisability. Conversely, two studies reported no significant association between
mental health difficulties and repeat diabetic ketoacidosis: in their study of young people and
adults, Cooper et al.*® observed no significant difference between people with single and
repeat diabetic ketoacidosis with regards to comorbid psychiatric illness, alcohol or substance

abuse. Furthermore, in an adult population, Del Degan et al.3! observed no differences
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between individuals with repeat and single episodes with in terms of presence of an eating
disorder and, whilst diagnosis of a psychiatric illness and alcohol/illicit drug use were
identified as risk factors for repeat diabetic ketoacidosis in bivariate regression, these findings

did not retain statistical significance in multivariate analyses.

3.4.6 | Family-related factors

Four studies explored family-related factors and repeat diabetic ketoacidosis.'**23"4 Three of
these included only participants under the age of 211324 and one did not report participant
ages.®” Three of these studies were of relatively low quality as determined by the QualSyst
and qualitative critical appraisal, consisting of small sample sizes and occasional ambiguity
with regards to the operationalisation of psychosocial outcomes. They were also amongst the
oldest studies in the review, published between 1984 and 1995. Across these studies, repeat
diabetic ketoacidosis was associated with higher levels of difficulty on the family-level,
including greater conflict and problematic parenting styles.323744 However, the
methodological limitations of these studies are such that the generalisability of these findings
is limited. A more recent study by Vakharia et al.*® found that children and young people with
a family history of diabetes experienced 50% more episodes of repeat diabetic ketoacidosis
than those with no family history, and noted that this relationship was not explained by type
of family diabetes, how closely related the family members were, nor these family members

living in the same household.

3.4.7 | Social and behavioural issues in children and young people

Three of the 22 studies considered social and behavioural factors associated with repeat

diabetic ketoacidosis.*>*>** Two of these concerned children and young people only: White et
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al.* observed what they termed ‘behavioural problems’ in the majority of participants in their
study, all of whom were living with ‘poorly managed insulin-dependent diabetes’. These
problems included truancy, oppositional or antisocial behaviour, and difficulties getting along
with peers. However, these observations were of a descriptive nature only. Similarly, Dumont
et al.> observed that, in females, there were significant associations between repeat diabetic
ketoacidosis and both ‘internalising’ and ‘externalising behaviour problems’, and poorer peer
relationships. They also observed that, in male participants, repeat diabetic ketoacidosis was
associated with more ‘mature defence mechanisms’ (ways of coping with uncomfortable
thoughts or feelings*®) such as altruism, intellectualisation and suppression.®? Further, Flexner
et al.>® observed that people who experienced repeat diabetic ketoacidosis had, on average,
spent fewer years in education than those with a single episode of diabetic ketoacidosis (8.1
years as compared to 10.1 years). However, compared to other studies within this review, the
studies described here are older and of lower methodological quality. Again, methodological

limitations limit the generalisations that may be made from these findings.

4| DISCUSSION

Our systematic search yielded 22 studies investigating the psychosocial factors associated
with repeat diabetic ketoacidosis. Considered as a whole, the evidence would seem to suggest
that repeat diabetic ketoacidosis is most common amongst individuals who fall into the
adolescent or young adult age bracket,11:333437.38:4143.45 \yho are female,?>28.29,32,33:34,36,38.40,41,45
who have backgrounds of lower socioeconomic status,>2>3133:3441-45 gnd whose psychological
wellbeing is poorer.®26:3537:41424445 Indeed, these factors have received the most research
attention, and although the methodological quality of the studies from which these findings

are derived is variable, the findings are relatively consistent across studies.
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Evidence pertaining to the remaining themes identified across studies was less consistent and
had received less research attention. Three studies considered the relationship between
ethnicity and repeat diabetic ketoacidosis.*¢**3 Whilst these studies were amongst those with
the highest methodological rigour included within the review, and some association was
found between being from an ethnic minority background and increased prevalence of repeat
diabetic ketoacidosis across each of the studies, this association was not significant at
multivariate analysis in one study,*® and the operationalisation of how ethnic minority status
was determined was considered problematic in another.3® Additionally, a small number of
studies suggested that repeat diabetic ketoacidosis in children and young people may be
associated with difficulties on the family-level (including greater conflict and problematic
parenting styles®?3744) and at the individual-level in terms of social or behavioural difficulties
(such as school truancy, antisocial behaviour and difficulties getting on with peers3244),
However, these studies were all conducted between 25 and 36 years ago and may therefore
not be representative of today’s children and young people. Furthermore, they received some
of the lowest quality ratings of studies included in the review. Therefore, this review might
tentatively surmise that being from an ethnic minority background and, for children and
young people, having family and social or behavioural difficulties, may be associated with
repeat diabetic ketoacidosis. However, these hypotheses require further investigation via

studies with robust methodological rigour before any firm conclusions may be drawn.

This is the first systematic review of the literature pertaining to psychosocial factors and
repeat diabetic ketoacidosis in people living with type 1 diabetes. The outcomes of this review
are largely consistent with the conclusions drawn by previous non-systematic reviews in this
area.’>!® However, in contrast to previous reviews, the present review considers the outcomes
only of studies specifically concerning individuals living with type 1 diabetes and repeat

diabetic ketoacidosis, and also uses critical appraisals of study quality to determine how much
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weight to assign to the findings of studies. Consequently, we draw somewhat more tentative
conclusions than those of previous reviews with regards to the specific types of mental health
difficulty that may be associated with repeat diabetic ketoacidosis. Furthermore, the broad
search strategy implemented in the present review has resulted in the inclusion of studies not

referenced in previous reviews,28:29:32:35.36,39-42:44,45

The outcomes of the present review should be considered in the context of its limitations, both
at the review-level and at the level of individual studies. Firstly, although steps were taken to
assess inter-rater reliability with regards to the study’s inclusion-exclusion criteria, the rigour
of this review could have been strengthened by the inclusion of reliability checks at other
stages of the review process, such as during data extraction or quality appraisal.?* Secondly,
few of the studies meeting inclusion criteria were prospective in design. As a consequence,
there is currently limited evidence as to which, if any, psychosocial factors may predict repeat
diabetic ketoacidosis. Thirdly, the outcomes of this review would have been strengthened by
using meta-analytic procedures to pool data on each of the psychosocial factors. Meta-
analysis would also have enabled risk of publication bias and selective reporting to be
assessed for.*” However, the heterogeneity between studies precluded meta-analysis and also

made it difficult to synthesise findings in a concise and meaningful way at narrative review.

To expand on the previous point, considerable differences in the operationalisation of
variables across studies were observed. As noted previously, there have been significant
changes in the terminology used across diabetes research and clinical practice over the last
40-50 years.'® To avoid omission of relevant studies due to changes in terminology, a small
number of studies using terminology that would now be considered ‘dated’ (‘brittle diabetes’,
‘insulin-dependent diabetes mellitus’) were included in the review, despite these terms not
forming part of the search strategy. Furthermore, the inclusion of those terms may have

resulted in the data of individuals living with type 2 diabetes being included in the study. The
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conceptualisation of repeat diabetic ketoacidosis also varied widely across studies. These
differences have important implications for comparability across studies; studies considering
two episodes of repeat diabetic ketoacidosis across a ten-year study period may be capturing a
different phenomenon to studies concerning two episodes within one year. Future studies in
this area would benefit from consistency in the operationalisation of repeat diabetic
ketoacidosis. One option may be to group participants according to lifetime frequency of
diabetic ketoacidosis. For example, Everett and Mathioudakis®*34 grouped participants in
groups of zero repeat episodes, 1-3 repeat episodes, and 4 or more episodes. They based this
on the convention of Gibb et al.,® citing the stark increases in mortality across these groups as
justification for considering them in this way. A final important observation regarding the
operationalisation of variables concerns the ways in which psychological distress was
measured across studies. The most robust studies typically relied on diagnostic criteria and
appear to have been conducted by experts in the field of medicine and physical health. This
may mean that the true level of psychological difficulty experienced is underrepresented, as
diagnostic labels may not adequately capture the nuances associated with psychological
distress.*® Consequently, future research in this area may benefit from collaboration with

mental health professionals.

Despite its limitations, the findings of this review have important implications for clinical
practice and future research. Some research implications have already been highlighted,
though future researchers may also wish to investigate the ways in which the psychosocial
factors associated with repeat diabetic ketoacidosis may interact with one another to
exacerbate its recurrence. A further area for consideration might be the role of adverse
childhood experiences in repeat diabetic ketoacidosis: A significant association was recently
observed between adverse childhood experiences and higher hbAlc scores in children and

young people living with type 1 diabetes.*® Concerning clinical implications, it is worth
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noting that, despite the considerable medical advances in diabetes management over the
period of time covered by the studies in this review,'%1¢ the psychosocial factors associated
with repeat diabetic ketoacidosis appear to have remained constant. Consequently, diabetes
teams may wish to more closely monitor and support individuals who have the following
factors present: female gender, adolescent to young adult age range, low socioeconomic status
and/or mental health difficulties. Furthermore, interventions targeted at reducing repeat
diabetic ketoacidosis in such individuals are implicated, though the content of such
interventions would benefit from further research aimed at exploring why these factors are
associated with repeat diabetic ketoacidosis.'® Finally, given that mental health is a dynamic
factor amenable to intervention, our findings highlight the importance of widening access to

mental health support for individuals living with type 1 diabetes.

In conclusion, there is relatively consistent evidence to suggest that repeat diabetic
ketoacidosis in type 1 diabetes is associated with female gender, adolescent to young adult
age range, lower socioeconomic status, and the presence of psychological difficulties. There
is a small body of evidence to suggest that being from ethnic minority heritage and, for
children and young people at least, having family and social or behavioural difficulties, may
also be associated with repeat diabetic ketoacidosis. However, no firm conclusions can be
drawn from these latter findings due to issues around methodological rigour and scant
research. Future research would benefit from clear and consistent operationalisation of
variables, as well as aiming to investigate more specifically the nature of psychosocial
difficulties that may be associated with repeat diabetic ketoacidosis, as well as why this may
be the case. Nevertheless, the existent evidence base may be used to inform enhanced
monitoring of ‘at risk’ groups for repeat diabetic ketoacidosis, as well as to advocate for the

importance of mental health professional involvement in type 1 diabetes services.
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Understanding how Expert by Experience Activity Empowers Young

Adults Living with Type 1 Diabetes: A Grounded Theory Approach

Obijective: There are well-recognised service-level benefits associated with the
involvement of service users in expert by experience activity. However, little is known
about the impact of such involvement on the experts by experience themselves. This
study aimed to develop a conceptual model of the personal impact of expert by
experience activity for young adults living with type 1 diabetes.

Design: Seven people meeting the study criteria participated in semi-structured
interviews. Interviews were analysed using the Grounded Theory Method.

Results: A theory of empowerment through expert by experience activity was
developed. It suggested that involvement in expert by experience activity is associated
with empowerment in relation to an individual’s psychological wellbeing, social
relationships, and condition management. Through processes of empowerment across
these areas, individuals experience an enhanced sense of autonomy, control, and
independence.

Conclusion: Engagement in expert by experience activity may enhance psychological
wellbeing and condition management for young adults living with type 1 diabetes.
Given the well-established benefits of such involvement on a service-level also,
services may wish to consider how they might expand their programme of expert by

experience involvement for the benefit of all stakeholders.
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Introduction

Over the last 50 years, there has been a shift away from conceptualising people with lived
experience of mental or physical health difficulties as passive recipients of services, towards
recognising that people are actively involved consumers (or users) of services (Andreassen,
2018). There is growing recognition that people who have used such services are ‘experts by
experience’ (EbE), with valuable perspectives that can be used to inform service delivery
(Division of Clinical Psychology, 2018). In the UK, EbE involvement is a policy priority and

is becoming increasingly incorporated throughout various levels of decision making and
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service delivery (Department of Health, 2007; Noorani, 2013). Across health and social care
services, EbE involvement is most common in areas such as research, service evaluation,
service development, staff recruitment, and staff education (Higgins et al., 2011; Simpson &
House, 2002; Thornicroft & Tansella, 2005). Whilst the rate of expansion of EbE involvement
has been rather slow (Rooke et al., 2014), EbE involvement is generally regarded positively
by both healthcare staff and the people who are EbE themselves (Omeni et al., 2014).

Existent research regarding EbE activity is typically concerned with the impact on a
service-level, predominantly focusing on the training of staff and research activity. For
instance, the delivery of teaching by people who are EbE has been demonstrated as crucial to
the learning experiences of healthcare staff (Schreur et al., 2015; Terry, 2012). Indeed, most
trainees report personal and professional benefit from EbE involvement in their education,
citing that it motivates them to improve their practice and implement more person-centred
ways of working (Khoo et al., 2004). Likewise, the involvement of EbE in research activity is
experienced positively by most researchers (Thompson et al., 2009). Reported benefits of EbE
involvement with research include: greater richness in research findings; enhanced participant
recruitment; increased research funding and selection of more meaningful outcome measures
(Domecq et al., 2014; Mjgsund et al., 2016).

In 2002, Crawford and colleagues observed a scarcity of research into the personal
impact of EbE involvement (Crawford et al., 2002). Almost 20 years later such research
remains scant. However, the emerging research base suggests that EbE activity may be
associated with positive outcomes for the people who are EbE. Many describe the experience
as validating and appreciate the opportunity to share their stories in a supportive environment
(Barnes et al., 2006). EbE activity has also been associated with increased self-esteem and
confidence (Repper & Breeze, 2007; Simpson et al., 2014), which in turn enhances the

psychological wellbeing of people who are EbE (McKeown et al., 2012). Furthermore, some
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individuals report that talking through their experiences in this way has enabled them to gain
new insights and attribute a retrospective sense of meaning to their discomfort or distress
(Patterson et al., 2014; Walters et al., 2003). Although some people report that involvement in
EbE activity can cause distress (for example, when met with a lack of compassion from those
they are teaching), they still generally rate the experience positively overall (Patterson et al.,
2014; Walters et al., 2003).

The above findings predominantly concern involvement by people accessing mental
health services. There appears to be just one publication directly investigating the personal
impact of EbE involvement for people living with physical health conditions. The study
concerned individuals accessing cancer services, who reported that EbE involvement evoked
a sense of achievement whilst reducing loneliness and low mood (Cotterell et al., 2011).
There exists no published research into the personal impact of EbE involvement for people
living with type 1 diabetes. Existing research in this area reports only on outcomes for
diabetes services and research (e.g. Lindenmeyer et al., 2007; Murad et al., 2011). Living with
chronic conditions such as type 1 diabetes is often burdensome, due to both its physical
manifestations and its complex management regime (Tran et al., 2015). In the context of such
burden, people commonly experience psychological distress (Naylor et al., 2012). This
appears particularly pronounced in the young adult population, where the prevalence of
mental health issues is much higher than in peers without diabetes (Cooper et al., 2017;
Hislop et al., 2008). Further, across all individuals living with diabetes, young adults have by
far the highest rates of emergency hospital admissions for serious diabetes complications
(National Diabetes Transition Audit, 2019). Indeed, between the ages of 20 and 39, men and
women living with diabetes face a mortality risk of 2.54 and 3.76 times higher than men and
women without diabetes respectively, with much of this risk carried by those living with type

1 diabetes (Holman, 2008). Thus, while chronic conditions contribute to psychological
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distress, psychological distress also contributes to poor condition management (Brady et al.,
2013). Consequently, services need to take all possible opportunities to boost the
psychological wellbeing of young adults living with diabetes. Anecdotal clinical observations
by one of the authors (RS) suggest that EbE involvement by young adults living with type 1
diabetes may contribute to reduced distress, improved condition management, and increased
self-esteem for the young adults, who often describe the experience as ‘life-changing’.

This investigation aims to explore if —and how - EbE activity by young adults living
with type 1 diabetes impacts on psychological wellbeing, self-perception, and condition
management. Given the dearth of extant theory and research in this area, a qualitative, theory-
building approach was deemed appropriate to explore these issues. This investigation appears
particularly timely, given the recent recommendations that qualitative diabetes researchers
should focus on “how people with diabetes can make positive psychosocial adaptations to

diabetes” (Stuckey & Peyrot, 2020, p. 502).

Methods

Design

A grounded theory design was selected given this study’s aim to go beyond exploration and
description of EbE involvement, to develop a theory that might explain the processes by
which it has a personal impact (if any). Corbin and Strauss’ (2015) grounded theory approach
was selected due to the scaffolding it offers the neophyte grounded theory researcher
(Polacsek et al., 2018). Furthermore, its epistemological underpinnings align with the world

views of the first author (see reflexive statement).

Ethical Considerations

This study was granted ethical approval by the Research Ethics Committees of the local
University and NHS and was registered with the local NHS health board’s Research and

Development department (Appendices C-F). All participant materials (Appendices G-H) were
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reviewed by a member of the EbE Panel for the local Clinical Psychology training course. No
deception was involved in the study; participants were fully informed of the study aims from
the outset and written confirmation of informed consent was obtained. Participants were
advised that their participation was entirely voluntary, though they were given a £15 voucher
in recompense for their time. Participants were also reassured that they did not have to
respond to any questions they did not want to, that they could take breaks if needed, and that

they could withdraw their data for any reason until the end of March 2020.

Participant Recruitment

This study sought to recruit young adults living with type 1 diabetes, who were aged between
16 and 35 and who had used their lived experience to inform the work of UK healthcare
professionals working in diabetes services (for example, public speaking, staff training,
service development). There were no exclusion criteria with regards to duration/frequency of
EbE involvement. Two recruitment methods were employed. In the first instance, potential
participants accessing local NHS diabetes services were provided with study information by a
member of their healthcare team. The study was also advertised via social media, where
people with type 1 diabetes have a strong online presence (Hilliard et al., 2015). Participants

were required to self-select for the study by contacting the first author for further information.

Data Collection

Study data were generated through semi-structured interviews conducted by the first author
between December 2019 and March 2020. The interviews lasted between 40 and 90 minutes
(M=56.43 minutes). Two were face-to-face (one on NHS premises, one at the participant’s
home) and five were via video conferencing. The interviews loosely followed an interview
guide containing broad topic areas and open questions aimed at generating detailed responses
(Appendix ). Participants were asked about their experiences of acting as an EbE, the impact

this may have had on them personally, and how this may have impacted on their condition
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management. Interviews were flexible to follow up on unanticipated areas of enquiry
introduced by participants. As the process of grounded theory is iterative in nature, the
content of the interview guide was shaped to follow up on the content of preceding interviews
and emerging themes within the data. Interviews were audio-recorded and additional
observations made during interviews were documented in field notes. In addition, reflections

on the research process were recorded in a journal kept by the first author.

Analysis

Interviews were anonymously transcribed, coded and analysed by the first author. In line with
the grounded theory method (Corbin & Strauss, 2015), data collection and analysis ran in
parallel, and each interview was analysed prior to the next wherever practicable. For
pragmatic reasons such as participant availability, it was not always possible to complete
analysis between every interview. In such instances, the next interview’s guide was
nevertheless shaped by observations made in the field notes and reflective journal. Due to the
iterative nature of the grounded theory method, data analysis does not progress in a linear
fashion (Birks & Mills, 2015); however, the process is described here in stages for ease of

reporting, and represented diagrammatically in Figure 1.

Figure 1. The Analytic Process
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Transcribed data first underwent open coding. During this process, transcripts were
considered on a line-by-line basis and conceptual labels were applied to reflect what appeared
to be represented by the data. As noted by Saldafa (2015), this intensive process enables
researchers to immerse themselves in the data and become sensitised to its nuances. Through
this process, instances in the data concerning similar issues were grouped together and the
properties and dimensions of these concepts were explored and expanded. Participant
recruitment continued until theoretical saturation appeared to have been achieved. Indeed, the
concepts (and their associated properties and dimensions) observed in the final two interviews
already appeared to be represented by the existing data. Consequently, it appeared that further
data collection would no longer add properties or dimensions to existing concepts (Dey,
2007).

Axial coding was used to code for context and process within the data (for example,
identifying which events or circumstances may lead to certain actions or interactions by
participants, and the consequences of these). In this way, connections were identified between
the concepts identified during open coding. As noted by Corbin and Strauss (2015), the
identification of context and process is an essential element in elevating the research findings
from the level of description to explanation, a necessary component of theory building.
Higher level categories linking lower level concepts were also identified. Over the course of
analysis, a core category emerged, representing the main theme of the research. During the
final stage of selective coding, the other categories in the data were linked to the core concept
via a series of relational statements and interview transcripts were revisited with the core
category in mind to ensure that this category was evident across the dataset.

Throughout the processes outlined above, a series of analytic tools as detailed by
Corbin and Strauss (2015) were implemented. These tools included ‘questioning the data’ (for

example, ‘what is going on here?’) and constant comparison (a process by which instances of
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data were compared for similarities and differences, with conceptually similar data grouped
together under the same conceptual labels). Additionally, the whole analytic process was
documented in written memos and diagrams aimed at developing concepts in terms of their

properties and dimensions and denoting relationships between concepts (Appendix J).

Author Epistemological and Reflexive Statement

Data collection and analysis were conducted by the first author. This process was approached
from the epistemological stance that, whilst an independent reality may exist, there are
limitations to the extent to which researchers may be able to accurately capture and convey
that reality due to the inevitable influence of researcher subjectivity (Corbin & Strauss, 2015).
To position the first author within this research, she is a white, straight, female, trainee
clinical psychologist, of a similar age to some of the participants and with no chronic physical
health conditions. She entered into the research process with minimal knowledge regarding
the physical and psychological implications of living with type 1 diabetes and deliberately
abstained from immersing herself in the literature around this to avoid entering the process
with pre-existing biases and assumptions regarding how EbE activity may impact on people
living with type 1 diabetes. The author highly values co-production and EbE involvement,
which is reflected by the choice of grounded theory methodology - she wanted the research
findings to be grounded in the words of participants. The author’s positioning may have
implications for the identification and/or articulation of concepts pertinent to the participants
with which she has limited experience. Furthermore, the concepts generated during the coding
process may have been influenced by the author’s conviction related to the importance and

utility of EbE involvement.

Quality Assurance

To promote research quality and integrity, the first author kept a reflective journal during the

data collection and analysis process. This journal was used to maintain self-awareness and to
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monitor for biases and assumptions. Furthermore, the methods of constant comparison and
questioning the data are conceptualised as built-in checks and balances designed to ensure
consistency in how the data is treated, and that a broad range of possible meanings of data are
considered (Corbin & Strauss, 2015); these methods were adhered to throughout the research
process. In addition, concepts within the data and the excerpts in which they were grounded
were shared with the co-authors for purposes of triangulation and to ensure that aspects of the
data were not over-stated. Finally, member-checking was used, whereby a draft of the theory
was shared with each participant for validation (Corbin & Strauss, 2015). Participants were
advised that provision of feedback was optional and two of the seven responded to this
request. Participant feedback was positive, and respondents indicated that the model captured

meaningful processes for them. No suggestions for amendments were made by participants.

Results

Participants

Seven participants were recruited into the study: two via their healthcare team and five via
social media. There were four females and three males. Participants were aged between 25
and 35 (M=29.43 years) and had been living with type 1 diabetes for between 5 and 29 years
(M=15 years). The nature of EbE involvement varied across participants, with some involved
in more than one type of activity. Their EbE activities included: public speaking to healthcare
professionals (n=4); panel membership (for diabetes services, training programmes and staff
interviews, n=4); service improvement projects (n=2); resource development (n=2);
establishing peer support groups (n=2); campaigning for healthcare policy change (n=1); and
teaching healthcare professionals (n=1). One participant’s involvement was on a ‘one-0ff’
basis, whilst the others were involved on an ongoing basis (duration of involvement ranged

between 8 months and 6 years; M=29.83 months).

The Core Category - Empowerment

Application of the above described procedures led to the development of a theory of
empowerment through EbE activity. The processes involved in this theory are represented in

Figure 2. The core category of the theory is empowerment. This category of empowerment is
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observed throughout the study and denotes both the processes and the outcomes with regards
to how involving young adults living with type 1 diabetes in EbE activity impacts on their
self-perception and condition management. In other words, the process through which EbE
activity impacts on participants is empowerment, but it is also the end-product. Ultimately,
the theory demonstrates that EbE activity may lead to increased confidence, autonomy, and
control for young adults, across many different areas of their lives. The core category of
empowerment is underpinned by three subcategories, each of which represents a different
element of empowerment: psychological empowerment; social empowerment, and
empowerment over condition management. Each subcategory is underpinned by different
concepts and processes which explain the impact of EbE activity within that subcategory (see
Appendix K for illustrative quotations). Although each subcategory represents a distinct
element of empowerment, they are linked to one another. As processes or changes occur
within one subcategory, they also impact on other subcategories. This will be discussed in
further detail, but it is first important to address the setting events and processes which lead

into EDE activity, thus allowing for empowerment to develop.

Contextual Factors

The contextual factors within which EbE activity is initiated, enacted, and experienced play a
vital role in shaping the self-perception, experiences, and expectations of young adults prior
to EDbE activity. The main contextual factors highlighted by participants encompassed: stigma
(associated with living with type 1 diabetes); experience of care and support (from their care
team, family and friends); psychological wellbeing; condition management, and; turning
points (i.e. the points at which, for a variety of different reasons, people become more
engaged with their team and their condition management and/or psychological wellbeing
improves). Each of these factors may be viewed as running along a continuum. As such,

different people have different experiences prior to engagement with EbE activity.
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Figure 2. A Grounded Theory of Empowerment through Expert by Experience Activity
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Psychological Readiness

Many participants alluded to psychological readiness as a prerequisite for starting EbE
involvement:

I was in a better place by the time | got to do a talk, uhh, not sure I could have done a talk if |
was in a bad place anyway to be honest but yeah, so | was kind of making a bit of a journey
there anyway (Participant 3)

As referenced above, timing is key for psychological readiness; it is important that

participants are in a ‘better place’ to be able to do EbE activity. For many, this psychological
readiness appeared closely linked to turning points — being ready involves having improved
psychological wellbeing (compared to the way things were for them before, it needed not be
‘perfect’) and greater confidence in their credibility as an EbE, as achieved through improved

diabetes management (again, compared to the way things were for them before).

Facilitators

There are important factors which facilitate both engagement and empowerment via EbE
activity. The main facilitators include: team support (being well supported by the team);
transferrable skills (having existing skills that can be transferred into EbE activity, such as

skills in public speaking), and; planning (feeling well prepared for the activity).

Barriers

Participants also identified factors which may serve as barriers to engagement and
empowerment through EbE activity. The main barriers include: tokenism (being unable to
effect meaningful change, not feeling listened to); practical difficulties (being asked difficult
questions, feeling anxious), and; feelings of overwhelm (feeling overloaded with information,
or the volume of work, or the experience of type 1 diabetes becoming ‘all-consuming’ due to

living and working with it).



Psychological Empowerment

Psychological empowerment encapsulates the processes, actions, and interactions through
which EbE activity impacts on emotional and psychological wellbeing. It comprises the
following concepts: paying it back; coming out of hiding; being a voice; storytelling; building

self-respect and feeling valued. Each is outlined in turn:

Paying it Back
Paying it back refers to the sense of contribution experienced through EbE involvement.

Participants described that this was derived from two main contexts; as a way of
acknowledging or thanking those that have helped them, or as a means of changing things so
their discomfort or distress is given a sense of meaning:

My own team were there as well and uhh there was a bit of like a homage to them a little bit
as well, especially my paediatric team... So it was like, it was a big thank you to them at that
time (participant 2)
I¢’s really made me feel like actually diabetes can be used for a good thing and even though
like it’s such a negative draining illness that |- | hate more than anything, but actually I can
still use it for good and help other people?... | just needed some positive spin on it you know,
to get me though it? Umm I found it really empowering... it just makes you feel empowered
and like you 're helping other people, it’s not just for me it kind of makes it a much bigger
picture (participant 5)

This sense of helping others and contributing to the greater good was associated with a sense

of pride and achievement. It also contributed to a sense of being part of something that was

bigger than the self, all of which was experienced as empowering by participants.

Being a Voice
Being a voice represents the notion of many participants that they are a mouthpiece to

represent similar others. Power is an important feature within this concept, and there is a
sense that, by being involved in EbE activity, one’s voice is given privilege. This is

experienced as an important responsibility, as there is a sense that, if they do not get involved
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in EbE activity, the voices of other young adults (for example, those who have quieter or
weaker voices, or who not been given this opportunity) will not be represented:

You 've just gotta keep going and just be a voice because if you re not a voice, or if you re not
someone who can speak out, then who else is going to do it? (participant 1)

Being a voice also links into the subcategory of empowerment over condition management
because when they are empowered to use their voice, young adults become more confident.
This increased confidence leads to using their voice more often and in different settings, such

as the clinic room, in asking more confidently for the treatment they want.

Coming out of Hiding

Coming out of hiding refers to the process by which young adults deal with the stigma related
to living with type 1 diabetes. Participants reported that EbE activity can provide a safe space
for talking about life with type 1 diabetes, and this experience leads to a powerful sense of

acceptance by others. This idea is illustrated in the excerpt below, which was the participant’s

response to being asked if EbE activity had led to any personal changes in their life:

I've probably just got more confidence. It’s nice to be known, because hiding diabetes is
hiding a huge part of my life... when you feel known and accepted anyway umm it’s just a
massive relief you know? So yeah, more confident. More me | think (participant 5)

Participants described a sense of relief resulting from talking about type 1 diabetes through
EbE activity, which in turn was associated with participants treating themselves more kindly,
feeling more comfortable in their identity as a person living with type 1 diabetes, increasing
their confidence, leading them to worrying less about the thoughts of others and experiencing
decreased anxiety. All these gains empowered the young adults to longer need to hide their
diabetes. This meant they could make better decisions about their diabetes management (as
they did not feel the need to delay or conceal management tasks in public), thereby resulting
in improved diabetes management. Given the social and condition management implications

of coming out of hiding, this concept also links into the other two subcategories.
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Building Self-Respect

This concept points to how self-respect is built through EbE activity. Self-respect is
understood to develop as a consequence of EbE activity fostering awareness and
acknowledgement of the following: that life with type 1 diabetes can be really hard; that it is
okay not to be okay; that being invited to do EbE activity is an achievement and that one’s
sense of self can be separated from HbALlc results. (i.e. there is more to someone than their
HbALlc number). Participants were also able to share past achievements and recognise that
they may be exceeding their own expectations. This increased self-respect also increases self-
compassion and confidence. Elements of this process can be observed in the following:

It was having the time to think about it and actually go ‘wow, in the context of things I'm
actually doing okay, I've got my GCSEs, I've got my A Levels on top of, you know, they say
type 1 diabetes is a full time job, but its four and a half full time jobs before you 've even had a
job interview, you know, its relentless.... When you start to say things out loud you listen to
yourself and it did give me a lot of confidence for me to realise that actually | do know what

I'm talking about... it changed or switched something in the way | view myself (participant 3)
Storytelling
Storytelling applies to a subset of participants who had the opportunity to ‘tell their story’ via
EbE activity (by speaking fully about their lived experiences at conferences for example).
There appears to be an additional benefit to this form of activity, in comparison to types of
involvement during which the individual’s story is not told (for example, sitting on a panel).
According to participants, the process of preparing their story and then speaking it aloud led
to numerous psychological benefits. It gave them an opportunity to ‘process’ their
experiences in a way they had not previously been able to, which they likened to therapy:

Sharing it was like therapy, and it has been a little bit like therapy, umm sharing some of my

experiences, sharing some of the challenges, getting it out there (participant 4)
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Furthermore, telling the story was associated with increased ability to talk openly and thereby
strengthened connections with significant others in the person’s life. Consequently, this

concept also feeds into social empowerment.

Feeling Valued
Feeling valued refers to the process through which EbE activity causes participants to feel

appreciated. Participants identified that being invited become involved as an EbE made them
feel valued. This was further enhanced by the subsequent gratitude and recognition of others.
This empowers the individual psychologically via a sense of pride and achievement and is
also linked with an increase in confidence. Echoes of this are evident in the following excerpt:

1 feel quite proud. I'm like ‘I'm going to the diabetic day’ and everyone’s like ‘what’s that’
and I'm like ‘oh just where we discuss things” [laughs] yeah its nice... It’s like nice to feel
appreciated isn’t it? And like you are wanted... people want to include you and when we go

everybody’s opinions and values matter and everything’s discussed together (participant 6).
Social Empowerment
This subcategory denotes the ways in which EbE activity affects interpersonal relationships. It

comprises: changing dynamics with healthcare professionals and building a community.

Changing Dynamics with Healthcare Professionals

Changing dynamics with healthcare professionals refers to the notion that the relationship
between individuals and their care teams are shaped by EbE involvement. Participants
indicated that EbE activity changes the reciprocal understanding and respect between the
young adult and their team. It causes a shift in the power dynamic, in the direction of the

young adult holding an increasing share of the power:

They re your healthcare professionals but they 're also sort of your colleagues, but not your
colleagues? So you're working alongside of them instead of like [pause] uhh not under them,

but like there’s a different- like they seem to have an authority over you, like a headteacher or
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you know, your teacher at school? But then you re suddenly like colleagues cos you re
working together on something (participant 5)

This empowerment leads to changes in communication and engagement between young
adults and their teams. Indeed, many young adults spoke of growing in confidence to be more
assertive with their team; to ensure that their concerns were expressed, and their needs met:

I've gained a lot of confidence in being able to shift the agenda so I will go in and now I will
say how I feel... it gave me confidence to say ‘actually no, this is what I want’ (participant 3)

As alluded to above, the change in dynamic often results in improved access to person-
centred care and thereby leads to improved diabetes management. Consequently, this concept

links into empowerment over condition management.

Building a Community

Building a community denotes the ways in which EbE involvement can expand an
individual’s social network, both in person and on social media. Through either format, young
adults experience a sense of belonging via the normalisation and validation associated with
connecting to similar others:

It makes me feel more confident knowing there’s others. So like we’d be talking about the
same things and you re like, ‘oh yeah, people do the same’... it boosts my confidence. It
literally is by feeling like, not the only diabetic in the world. It’s the acceptance of knowing
there’s other people around... it’s like a sense of belonging (participant 6)

Participants also learned about diabetes and its management from these peers. This notion is
illustrated by the below excerpt, in which the participant is speaking of their experience of the
online diabetes community (which they discovered through EbE involvement):

1 don’t know if it sounds silly, but it really keeps me in check because people get in touch with
me and they ask me advice. And I ask other people advice. It’s just like a whole community
where- it’s like you 've got a whole bunch of friends really, even though you don’t know these

people, so that also made a big umm big difference for me (participant 7)
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As can be inferred from these excerpts, building a community impacts on psychological
wellbeing (via reducing loneliness and increasing confidence) and diabetes management.

Consequently, this concept feeds into the other two subcategories within the theory.

Empowerment over Condition Management

This final subcategory delineates the ways in which EbE activity impacts on how young
adults and their teams manage their health condition. It is underpinned by: learning,

motivating improved self-management and exploring new technologies.

Learning

Learning denotes the process by which EbE activity may develop the young adult’s
understanding of diabetes. Learning can come about in many ways, including through
listening to the contributions of other speakers at EbE events, or through doing research for
the content of their own EDbE activity. This generally leads to enhanced diabetes management.
This may occur through different processes, such as increased confidence to ask for the
treatment they want (their increased knowledge increases their confidence to ask about this).
Alternatively, it may enhance diabetes management through facilitating an acceptance and
respect for the condition. Given that this increased knowledge can empower young adults to
engage differently with their team, this concept also maps onto the social empowerment
subcategory. An example of empowerment via learning is demonstrated below:

Because you 're learning so much about things you constantly pick up things like even from
with teaching sessions with [healthcare professional] umm you do kind of pick up some little
things, like if [healthcare professional] says something then I'll kind of be like ‘oh I've never
heard of that’ and like yeah we’ll talk about it later and stuff like that... I think that’s been the
biggest thing with me is understanding diabetes more, being able to respect diabetes more cos

unfortunately it [sigh] you have to accept it to move on (participant 2)
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Motivating Improved Self-Management

Motivating improved self-management concerns the processes through which EbE activity
empowers young adults over their diabetes management, by increasing their motivation to
manage their diabetes well. The processes by which this happened varied between
participants, but their outcomes were nevertheless similar. For instance, in some participants
the increased motivation was triggered by EbE activity putting them in closer contact with
their teams. For others, it was exposure to the content of other people’s contributions at EbE
events (whether professionals or other people living with type 1 diabetes). For example:

Once we started I was more in touch with my team at the hospital and that’s when the ball
started rolling with all of this... It just sort of started the ball rolling with me making better
choices and doing better for myself (participant 7)

There was also variance with regards to how long this motivation boost lasted, the way in
which it was experienced (from a ‘welcome boost’, to ‘pressure to be perfect’), and also in
rationales for maintaining the motivation (for self/health, to inspire others, to stay involved in
EbE activity). Some of these ideas are illustrated below:

1 think it adds some pressure cos I don’t think anybody would listen to me if my HbAlc was
85/90... whether I'm right or wrong I don’t know but that’s how I perceive it... but the facts
are there you know... I've achieved the most with my HbAIc where it sits and if I paint that

picture then it’s a good picture for others to look at (participant 4)
Exploring New Technologies
This concept denotes the process by which EbE activity leads to increased openness new
technologies (such as insulin pumps, new monitoring technologies). Through EbE activity,
people frequently meet similar others who may be using alternative management approaches
which they may have previously discounted using for themselves, as illustrated below:

I've recently had the freestyle libre as well that, so that is massive for me... its uhh a physical
like, diabetes you can’t see can ya? And we can like hide it, but this you can see, yeah... Yeah,
so on that [EbE event] thing | went to, a lot of people had them, and it was dead comforting,

like ‘oh wow, youve got one’ (participant 6).
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In this way, people may be inspired to consider trying new technologies. Other participants
spoke of increased willingness to explore new technologies as a result of coming out of hiding
(consequently, this concept also feeds into psychological empowerment):

I would never have worn anything on my arms or done anything like pumps. They re like a
constant sign that you 're different, having them attached to you is an acceptance that you 're
different. That was not something | would have done before because | would have been like

‘I’'m the same as everybody else, I need to be the same as everybody else’ (participant 4).
Activating Further Involvement
Finally, there is also a ‘feedback loop’ through which EbE involvement and its associated
benefits lead to increased willingness to participate in more EbE activity, and in wanting
others to be able to share the experience too. In this way, further benefits can be experienced
for others and for the self. In addition, the more experience a person gets in doing EbE
activity, the more they can put on their CV. This then feeds into career opportunities, whether
in the field of type 1 diabetes or in developing skills that can be transferred into other fields:

Every time it opened further doors... its really helped me and I can see, from the small
experiences I’'ve had with other people that it’s helped them as well... If you could just use
that to be that turning point for someone, you can see their confidence grow. So that’s when,
from that they realise that they can give a talk, and that they can get involved in service
development, or then they could do whatever it is, then they go on and use that to get a job.

Whatever that looks like for somebody, [there] needs to be more chance of that (participant 3)

Discussion

This study explored the personal impact of EbE activity on young adults living with type 1
diabetes. A theory of empowerment through EbE activity has been developed, grounded in
the narratives of study participants. The theory suggests that involvement in EbE activity is
associated with empowerment in relation to an individual’s psychological wellbeing, social
relationships, and condition management. Through processes of empowerment across these
areas, individuals experience an enhanced sense of autonomy, control, and independence.

These findings mirror those of previous studies concerning EbE activity by individuals
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accessing mental health services, which have suggested that such activity impacts positively
upon an individual’s psychological wellbeing, self-esteem, and confidence (McKeown et al.,
2012; Repper & Breeze, 2007; Simpson et al., 2014). Furthermore, the concept of paying it
back echoes the findings of Patterson et al. (2014), who also observed that involvement in
EbE activity can help individuals attribute a sense of retrospective meaning to their
experiences. In addition, the concept of building a community has overlaps with previous
findings that EbE activity reduces feelings of loneliness (Cotterell et al., 2011).

This study is the first to consider the personal impact of EbE activity on young adults
living with type 1 diabetes. However, the findings must be considered in the context of the
study’s limitations. Whilst the use of the member-checking method might be considered a
strength, only two of the seven participants opted to engage in this process. The reasons for
this are unclear, but the request for feedback was made during the early stages of the Covid-
19 pandemic. Given the serious health implications of Covid-19 for people living with
diabetes (Chen et al., 2020), perhaps the request was overlooked. On the other hand, it is
important to consider that non-responding participants may not have recognised their personal
experiences in the model and may therefore have not responded due to feeling unheard (Birt
et al., 2016). Alternatively, the participants may not have responded because they had no
suggestions for amendments. Indeed, participants who did respond reported that the theory
resonated with their experiences and suggested no changes. Member checking requests were
sent via email. This unobtrusive method was adopted to minimise the potential for researcher
bias intruding at this stage (for example, participants acquiescing with the theory to ‘please’
the researcher). In retrospect it might have been more beneficial in terms of uptake had more
support been offered for participants during the member checking process.

The age range of participants may also present limitations. Although the study was

open to people aged 16-35 years, the average participant was 29 years old. The youngest

71



participant was aged 25. As such, the perspectives of people at the lower end of the age range
may not be represented by this study. Future investigations in this area would therefore
benefit from the inclusion of younger participants. Furthermore, participant ages may have
other implications for the validity of the study findings. Young adulthood represents a
transitional period in an individual’s life, both in terms of psychosocial development, and in
increasing responsibility for diabetes management (Rasmussen et al., 2011). Consequently, it
is not possible to separate out the impact of EbE activity from the processes of maturation
associated with the transitional life stage, nor the maturation effects of learning to live with
type 1 diabetes. Therefore, future research into the personal impact of EbE activity may
benefit from exploring whether EbE is experienced differently across different age groups, as
well as between individuals with long-standing versus more recent diagnoses.

Despite these limitations, the study highlights that involvement in EbE activity may be
a powerful means of enhancing psychological and physical wellbeing for young adults living
with type 1 diabetes. Given the detrimental impact of diabetes distress and burden
experienced by this population (Naylor et al., 2012), there may be important implications for
promoting increased involvement in EbE activity for young adults living with type 1 diabetes
at an early stage, in order to maximise health outcomes. Afterall, EbE involvement is
associated with significant benefits for services too (Khoo et al., 2004; Schreur et al., 2015;
Terry, 2012). Such moves need not constitute a radical shift in practice; it may be relatively
straightforward to invite someone who is an EbE to speak at an existing training day for
healthcare professionals. Further, as suggested by the concept of storytelling, there appears to
be particular benefit associated with having the opportunity to share one’s story via EbE
activity. Indeed, participants described how the process of preparing and then verbalising their
story enabled them to recognise and ‘process’ their experiences in a way not previously

available to them and described deriving therapeutic benefits from this activity. This notion is
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supported by previous research by Walters et al. (2003), who also noted therapeutic outcomes
associated with recounting one’s story via EbE activity. They observed how such activity led

to individuals developing a coherent narrative around their experiences. This enabled them to
develop new insights into their difficulties and the factors that may be maintaining them.

In considering these observations in the context of wider theory around therapeutic
processes, parallels may be drawn with different therapeutic approaches. For instance,
Narrative Therapy is underpinned by the premise that the telling of experiences can facilitate
therapeutic changes via providing the opportunity for the individual to consider their
experiences from different perspectives, guided by questioning by the therapist (White &
Epston, 1990). In the case of storytelling via EbE activity, the role of guided questioning of
Narrative Therapy may be subsumed by the questions of audience members, or by the people
who are EbE themselves as they compose their stories. Similarly, a key component of
Acceptance and Commitment Therapy involves the individual developing an awareness that
they are not the content of their thoughts and feelings (which can lead to unhelpful self-
labelling, which may lead to self-imposed restrictions), and learning instead that they are the
context in which those thoughts and feelings arise (Hayes et al., 1999). The process of
preparing a cohesive narrative of one’s experiences may have helped participants to
disentangle themselves from previously held unhelpful or restrictive narratives.

Based on the above, it is recommended that people acting as EbE are offered the
opportunity to engage in storytelling as part of their involvement. Further practical
recommendations for enhancing the quality of EbE involvement may be gleaned from the
facilitators and barriers highlighted in the model generated within this research. Based on
participant accounts regarding facilitators, people acting as EbE may benefit from explicit
support and encouragement from their healthcare team, being supported to apply the

(transferrable) skills they already possess to their EbE activity, and being encouraged and
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supported to plan their EbE contributions as far as possible. The barriers identified within this
study also have important implications for clinical practice. For instance, it is important that,
where applicable, individuals are made explicitly aware of the scope for potential change to
service provision, to ameliorate against them perceiving that their input is tokenistic.
Furthermore, services may wish to consider offering coaching aimed at offsetting the
practical difficulties associated with EbE (e.g. coaching fielding of questions or teaching
strategies for managing anxieties). It is also important that services regularly check-in with
people who are EbE to ascertain and, if appropriate, ameliorate, feelings of overwhelm (e.g.
reducing workload if the individual is finding it too much)

In summary, this study offers a theory of empowerment through EbE activity based on
the experiences of seven young adults living with type 1 diabetes. Our findings suggest that
engagement in EbE activity empowers young adults psychologically, socially, and in their
condition management, and is associated with positive outcomes in each of these domains.
Those working with young adults with chronic physical health conditions, such as type 1
diabetes, may wish to consider how further opportunities for EbE activity may be made
available as an innovative approach to improving life quality of those who access their

services.
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Contributions to Theory and Clinical Practice

This thesis has explored the interplay between psychological, social, and physical
health outcomes for people living with type 1 diabetes. The systematic review investigated the
association between psychosocial factors and an acute complication of diabetes, repeat
diabetic ketoacidosis, in people living with type 1 diabetes. The empirical paper explored the
personal impact of expert by experience activity by young adults living with type 1 diabetes.
This final paper aims to further discuss the implications emerging from the previous papers
with regards to future research, theory development, and clinical practice. This discussion
draws on the previous papers on an individual level, and integrates overarching implications
emerging across studies. It is important to note that the below suggestions are made
tentatively in line with the limitations of the research as discussed within each individual

paper. Finally, personal reflections on the research process are also shared.

Implications for Future Research and Theory Development
In this section, implications for future research and theory development arising from

each of the papers are discussed in turn.

Systematic Review

As noted in the systematic review, enquiry into the association between psychosocial
factors and repeat diabetic ketoacidosis in people living with type 1 diabetes has benefited
from predominantly quantitative explorations, particularly ‘big data’ studies. Such large
datasets are associated with numerous advantages, including greater likelihood that samples
will be representative of the population under study and large enough sample sizes to have
sufficient power to detect statistically significant effects (Adjerid & Kelley, 2018). However,

the systematic search did not detect any qualitative explorations of this phenomenon.
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Consequently, the evidence base currently tells us little about how the cycle of repeat diabetic
ketoacidosis is experienced, or made sense of, by those who experience it. Gaining a rich
understanding of lived experience and meaning making are amongst the central concerns of
qualitative research methodologies (Willig, 2013). Therefore, it is here postulated that theory
development in this area would benefit from the use of qualitative enquiry. For example, use
of Interpretive Phenomenological Analysis (Smith et al., 2009) may engender a deeper
understanding of the lived experiences of those who repeatedly experience diabetic
ketoacidosis, or a study using Grounded Theory Method (e.g. Charmaz, 2014; Corbin &
Strauss, 2015; Glaser & Strauss, 1967) might be used to produce a theoretical model to

account for how psychosocial factors may impact on repeat diabetic ketoacidosis.

Empirical Paper

A number of steps may be taken to further develop the proposed theory of
empowerment via expert by experience activity. For instance, Corbin and Strauss (2015) note
that sufficiently broad core concepts may have applications beyond the immediate context in
which they were derived. Based on this, we might hypothesise that expert by experience
activity may also be associated with similar forms of empowerment for people who engage in
expert by experience activity outside of the context of type 1 diabetes services. Further
research would benefit from the inclusion of individuals from the wider expert by experience
community, both within physical and mental health services. In this way, the existing
categories in the theory of empowerment via expert by experience activity may be expanded
or modified to account for these experiences.

As noted by Morgan (2014), theories generated through qualitative methodologies
may be further developed using ‘quantitative extensions’ to research. Indeed, the observation

that ‘storytelling’ may be associated with additional benefits for those who engage in this
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form of expert by experience activity might be formally tested by comparing measures of
psychological wellbeing pre and post expert by experience activities for individuals engaged
in activities that do and do not involve the formal sharing of one’s experiences. Further, future
researchers may wish to follow participants on a longitudinal basis to explore which factors
may predict more positive outcomes of expert by experience involvement and also to assess
the extent to which the benefits of expert by experience activity may be ‘dose-dependent’. In
addition, the potential effects of maturation highlighted in the limitations section of the paper
may be tested or controlled for in studies utilising quantitative methodologies; possibly by
comparing the personal impact of expert by experience activity for younger versus older
participants. In turn, such findings may have important clinical implications in terms of
informing decisions around who may benefit most from expert by experience involvement

and how they may best be supported to achieve this.

Implications for Clinical Practice

In this section, implications for clinical practice spanning the two papers are
discussed. Briefly, these implications concern the importance of psychological and emotional
support and the use of language and/or labels in diabetes care. Each is discussed in turn

below:

The Importance of Psychological and Emotional Support

The psychological and emotional impact of living with type 1 diabetes emerged as a
strong theme across both papers. Within the systematic review, an association between repeat
diabetic ketoacidosis and poorer mental health was observed. Participants in the empirical
paper also recounted the significant diabetes-related distress they had, at times, experienced.

This observation may be unsurprising given the well-documented high level of psychological
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distress within the type 1 diabetes population (e.g. Barnard et al., 2006; Buchberger et al.,
2016; Hagger et al., 2016). Consequently, it seems imperative that appropriate support is
available for those in need. This is particularly pertinent given that the presence of
psychological and emotional difficulties can impact negatively on an individual’s ability to
self-manage their diabetes (Bernstein et al., 2013). In further support of this, a recent
systematic review and meta-analysis concluded that the psychological and emotional
wellbeing of people living with diabetes is responsive to psychological intervention and,
when such interventions are specifically tailored towards diabetes (as opposed to generic
interventions), then they are also associated with reductions in Haemoglobin A1C (HbAlc),
indicating improved condition management (Schmidt, 2018). Furthermore, such effective
therapeutic input is associated with cost savings to the organisation, in terms of decreased
costs associated with diabetes complications (Jeeva et al., 2013; NHS South West Clinical
Networks, 2018).

In the UK, guidance from the National Institute for Health and Care Excellence
(NICE) stipulates that psychologists should be included within multidisciplinary paediatric
diabetes teams (NICE, 2015a). In the case of adults living with type 1 diabetes, NICE
guidelines recommend that healthcare professionals within diabetes teams should be

sufficiently skilled in the detection and basic management of “non-severe psychological

disorders” but that referrals out to specialists should be made in the case of ‘more significant’

difficulties (NICE, 2015b, p.44). Unfortunately, however, Diabetes UK’s recent Too Often

Missing report highlighted that three-quarters of adults living with diabetes report being

unable to access such support (Flury & Solomons, 2019). Their subsequent recommendations,

as reproduced below, align with the clinical implications of the findings of this thesis:
e For all healthcare professionals providing general diabetes care to be trained in

recognising and supporting emotional and psychological wellbeing needs
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e For all diabetes services to be supported by a suitably trained and experienced mental
health professional, such as a psychologist

e For a care pathway aimed at diabetes and emotional and psychological wellbeing in an
integrated way to be developed and implemented in each UK nation (Flury &

Solomons, 2019).

The use of Language and Labels

Issues relating to the use of language arose across both papers. Firstly, considerable
variance in terminology was observed across studies included within the systematic literature
review, which likely reflects a number of developments in the thinking around, and
management of, diabetes during the wide time span (36 years) encompassed by the studies
(1984-2020). It was observed that, particularly in older studies, study participants were
referred to using terms such as ‘brittle’, ‘neurotic’ and ‘diabetic’. This is concerning given
that a recent scoping review determined that ‘poor language practices’ (i.c. use of illness-first
descriptors and terminology such as ‘uncontrolled’ and ‘non-compliant/adherent’) are
associated with increased stigma, decreased engagement with self-management, lower care
satisfaction, and poorer clinical outcomes for people living with type 1 diabetes (Lloyd et al.,
2018). Given the potentially profound impact of language use on outcomes for people living
with type 1 diabetes, it is imperative that healthcare professionals are skilled in sensitive and
appropriate communication (Holt & Speight, 2017). Indeed, following the previously
described scoping review, NHS England (2018), alongside other relevant stakeholders in the
field of diabetes care, published guidance concerning best practice in promoting positive
interactions with people living with diabetes (for example, using person-first and non-blaming

language) to promote the most positive outcomes.
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Secondly, it has long been understood that the terminology used to refer to people who
receive, and provide input into, services (for example, ‘service user’, ‘expert by experience’,
‘patient’, ‘client’, and so on) can have connotations of empowerment or disempowerment
(Costa et al., 2019), and that the acceptability of these labels has changed over time
(McLaughlin, 2009). It was based on these principles that the term ‘expert by experience’ was
adopted in the empirical study; our aim was to signal to participants that their experiences and
input were highly valued and respected. However, this term was experienced as somewhat
problematic by one participant, as demonstrated in the below excerpt from his interview

transcript:

The word expert doesn’t sit that well with me, I just would say that ['ve got an
interesting level of experience and a varied experience... a different varied kind of
thing but it doesn’t mean that, I suppose, that my experience is any more valuable
than anybody else’s it’s just a different one, which is why I don’t call it expert, it’s just

a different way of viewing it (participant 4)

In a further observation regarding language use across the studies, another of the
participants in the empirical paper frequently used the term ‘diabetic’ to describe herself.
Indeed, some proponents and people with lived experience argue against the use of person-
first language, and many people with lived experience are often surprised to hear that non-
person-first language (such as the use of the term ‘diabetic’) is now considered taboo (Collier,
2012).

Taken collectively, these observations have important clinical implications. It is
essential to ensure that language use does not inadvertently alienate people from services, and
that a balance is struck between respecting individual differences and preferences whilst also

adhering to best practice principles.

87



Reflective Commentary

In reflecting on my experiences of conducting this research, | realise that I have gained
a number of valuable insights that | hope to take forward with me as | embark upon my career
as a newly qualified clinical psychologist. Prior to commencing clinical training, | had
developed a passion for expert by experience involvement in service development and
delivery, having been involved in supporting people to become involved with service
development and staff interview panels, as well as in cofacilitating groups, and in developing
resources to help fellow service users. During this time, | was witness to the numerous
benefits of such involvement for the service, but I did not give much consideration to the
personal benefits or costs for the people involved in the expert by experience role, other than
those directly related to improvements in service delivery. | am therefore encouraged by the
personal benefits the participants in the empirical study shared and am inspired to continue to
champion expert by experience involvement for those interested in getting involved. | would
also be most eager to continue to be research active in this field, to continue to investigate the
most appropriate and beneficial ways of supporting expert by experience involvement.

Prior to commencing work on this thesis, | had only a cursory understanding of what it
might be like to live with a chronic physical health condition such as type 1 diabetes.
Although I believed I had a good understanding of the interplay between physical and
psychological wellbeing, it was not until I immersed myself in the research that I really
became aware of the pervasiveness of type 1 diabetes and the burden it can cause for those
who live with it. Since commencing this work, | have become acutely aware that, over the
course of my training thus far, |1 have possibly neglected to fully appreciate, or enquire about,
long term conditions unless they were immediately obvious or highlighted to me by service
users. | therefore aim to be more mindful of this in my clinical work going forward. This may

be particularly pertinent given that my first qualified post will be based in a Community
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Learning Disability Team,; there is currently tentative evidence to suggest that there may be a
greater prevalence of type 1 and 2 diabetes in people with Intellectual Disabilities, with self-
management presenting a particular challenge for many people with Intellectual Disabilities
(MacRae et al., 2015; McVilly et al., 2014).

This was my first experience of conducting qualitative interviews and | believe | have
gleaned some valuable — and transferrable — insights from the process. Initially, | was worried
that I might ‘drop into’ some sort of ‘therapy mode’, and thus risk steering the interviews
away from the direction in which participants may have led them. However, | was able to
retain a mindful awareness of the unique nature of research interviews and refrain from, for
example, exploring with participants whether there might be alternative ways of
conceptualising or responding to particular thoughts or emotions. In doing so, | noticed that |
felt more present and more able to follow the agenda of participants. This experience led me
to reflect on my sense of presence during clinical encounters. | was reminded that the times at
which | feel less connected with my clients are the times during which I am mentally
‘jumping ahead’ and planning what to say next. This observation has enabled me to recognise
the importance of holding on to my own agenda less firmly in sessions. In this way, | am
better able to ‘hear’ what people are telling me and thereby respond in a more authentic way.

The act of typing up the interview transcripts provided me with a unique opportunity
to reflect on, and develop, my own communication skills. Early on in the process, | noticed
that | have a tendency towards posing questions that are wordy or comprised of multiple parts
(and sometimes both!); something that | had not recognised in myself previously. Following
this observation, | was able to make changes to my interview technique for subsequent
interviews. | have also endeavoured to take this learning forward with me into my clinical
interactions. Moreover, the process of analysing the interviews also gave me pause for

thought on how much is left unsaid and assumed during conversations. | typically came away
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from the interviews mostly believing that | had understood what was being communicated
with me. However, there were a few occasions during the analytic process where | noted
numerous potential ways of interpreting what was being said. In this way, | realised that | may
not have understood participants as accurately as | initially thought. This realisation has
emphasised to me the importance of checking in on my understanding with the people | work
with. This observation has served as a timely and poignant reminder of one of the first lessons
| was taught during my very first training placement; that one of the most important jobs in
delivering psychological therapy is to support and encourage those we work with to

understand themselves with love, care and precision (ten Have-de Labije & Neborsky, 2012).
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Appendix A: PRISMA Checklist

Section/topic Checklist item NP
on page #

TITLE

Title 1 | Identify the report as a systematic review, meta-analysis, or both. 8

ABSTRACT

Structured summary 2 | Provide a structured summary including, as applicable: background; objectives; data sources; study 10
eligibility criteria, participants, and interventions; study appraisal and synthesis methods; results;
limitations; conclusions and implications of key findings; systematic review registration number.

INTRODUCTION

Rationale 3 | Describe the rationale for the review in the context of what is already known. 11-12

Objectives 4 | Provide an explicit statement of questions being addressed with reference to participants, 12
interventions, comparisons, outcomes, and study design (PICOS).

METHODS

Protocol and registration 5 | Indicate if a review protocol exists, if and where it can be accessed (e.g., Web address), and, if 13
available, provide registration information including registration number.

Eligibility criteria 6 | Specify study characteristics (e.g., PICOS, length of follow-up) and report characteristics (e.g., years 13-14
considered, language, publication status) used as criteria for eligibility, giving rationale.

Information sources 7 | Describe all information sources (e.g., databases with dates of coverage, contact with study authorsto | 14
identify additional studies) in the search and date last searched.

Search 8 | Present full electronic search strategy for at least one database, including any limits used, such thatit | 14
could be repeated.

Study selection 9 | State the process for selecting studies (i.e., screening, eligibility, included in systematic review, and, if | 15
applicable, included in the meta-analysis).

Data collection process 10 | Describe method of data extraction from reports (e.g., piloted forms, independently, in duplicate) and 15

any processes for obtaining and confirming data from investigators.




Section/topic

# Checklist item

Reported

on page #

Data items 11 | List and define all variables for which data were sought (e.g., PICOS, funding sources) and any 15
assumptions and simplifications made.

Risk of bias in individual 12 | Describe methods used for assessing risk of bias of individual studies (including specification of 15

studies whether this was done at the study or outcome level), and how this information is to be used in any
data synthesis.

Summary measures 13 | State the principal summary measures (e.g., risk ratio, difference in means). N/A

Synthesis of results 14 | Describe the methods of handling data and combining results of studies, if done, including measures 15
of consistency (e.g., 13 for each meta-analysis.

Risk of bias across studies 15 | Specify any assessment of risk of bias that may affect the cumulative evidence (e.g., publication bias, | N/A
selective reporting within studies).

Additional analyses 16 | Describe methods of additional analyses (e.g., sensitivity or subgroup analyses, meta-regression), if N/A
done, indicating which were pre-specified.

RESULTS

Study selection 17 | Give numbers of studies screened, assessed for eligibility, and included in the review, with reasons for | 16
exclusions at each stage, ideally with a flow diagram.

Study characteristics 18 | For each study, present characteristics for which data were extracted (e.g., study size, PICOS, follow- | 18
up period) and provide the citations.

Risk of bias within studies 19 | Present data on risk of bias of each study and, if available, any outcome level assessment (see item 30
12).

Results of individual studies 20 | For all outcomes considered (benefits or harms), present, for each study: (a) simple summary data for | N/A
each intervention group (b) effect estimates and confidence intervals, ideally with a forest plot.

Synthesis of results 21 | Present results of each meta-analysis done, including confidence intervals and measures of 34-39
consistency.

Risk of bias across studies 22 | Present results of any assessment of risk of bias across studies (see Item 15). N/A

Additional analysis 23 | Give results of additional analyses, if done (e.g., sensitivity or subgroup analyses, meta-regression N/A

[see Item 16]).
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Reported

Section/topic Checklist item
on page #

DISCUSSION

Summary of evidence 24 | Summarize the main findings including the strength of evidence for each main outcome; consider their | 39-40
relevance to key groups (e.g., healthcare providers, users, and policy makers).

Limitations 25 | Discuss limitations at study and outcome level (e.g., risk of bias), and at review-level (e.g., incomplete | 41-42
retrieval of identified research, reporting bias).

Conclusions 26 | Provide a general interpretation of the results in the context of other evidence, and implications for 42-43
future research.

FUNDING

Funding 27 | Describe sources of funding for the systematic review and other support (e.g., supply of data); role of 44
funders for the systematic review.

From: Moher D, Liberati A, Tetzlaff J, Altman DG, The PRISMA Group (2009). Preferred Reporting Items for Systematic Reviews and Meta-Analyses: The PRISMA Statement. PLoS Med 6(7):
€1000097. doi:10.1371/journal.pmed1000097

For more information, visit: www.prisma-statement.org.
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Appendix B: Example of Quality Assessment Procedure

*Li ek ol (20w)

Table 1. Checklist for assessing the quality of quantitative studies

1 Question | objective sufficiently described?

2 Studydesign evident and appropriate? v bt f
3 Method of subject/comparison group selection or source of g s
information/input variables described and appropriate? L8 \ Y
4 Subject (and comparison group, if applicable) characteristics ! _
sufficiently described? . 0L ‘ i
5 Ifinterventional and random allocation was possible, ‘ b v
was it described? LEE e
6 Ifinterventionaland blinding of ivestigators was possble,

Table from:

Kmet, L. M., Lee, R. C., & Cook, L. S. (2004). Standard quality assessment criteria for
evaluating primary research papers from a variety of fields. Alberta Heritage Foundation for
Medical Research. http://www.ihe.ca/advanced-search/standard-quality-assessment-criteria-
for-evaluating-primary-research-papers-from-a-variety-of-fields



http://www.ihe.ca/advanced-search/standard-quality-assessment-criteria-for-evaluating-primary-research-papers-from-a-variety-of-fields
http://www.ihe.ca/advanced-search/standard-quality-assessment-criteria-for-evaluating-primary-research-papers-from-a-variety-of-fields

Appendix C: Research Protocol
1. Project title

The Impact of Involving Young People with Chronic Health Conditions as Experts by

Experience: An Exploration.

2. Supervision

The Principal Investigator is Bethan Allcock, a Trainee Clinical Psychologist at the North
Wales Clinical Psychology Programme at Bangor University. The proposed study comprises
partial fulfilment of the requirements of a Doctorate in Clinical Psychology (DClinPsy). Dr
Rose Stewart will be the primary research supervisor and will provide supervision for all
aspects of the project. She will act as Chief Investigator. Additional supervision and support

around research methodology will be provided by the academic supervisor, Dr Mike Jackson.

3. Background

There has been a move away from the conceptualisation of people with lived experience of
mental or physical health difficulties as passive recipients of services, and towards
recognising them as actively involved consumers or users of services (Andreassen, 2018).
There is growing acknowledgement of the unique perspectives offered by people who have
received services as ‘experts by experience’ (EBE; Division of Clinical Psychology, 2018).
Indeed, involving EBE with services has become a policy priority (Department of Health,
2007) and is a mandatory requirement of training programmes approved by the Health Care
Professional Council (2013). EBE are most commonly invited to become involved in areas
such as research, service evaluation, service development, staff recruitment, education and
training, and curriculum development, (Simpson & House, 2002; Thornicroft & Tansella,
2005; Higgins, Maguire, Watts, Rani & Alexander, 2011). Although the rate of progress for
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involving EBE has been rather slow (Rooke, Jones & Thomas, 2014), such involvement is
generally viewed positively by EBE and staff (Omeni, Barnes, MacDonald, Crawford &
Rose, 2014).

It appears that the main focus of research into the benefits of EBE involvement for services
has centred around staff education and research. For instance, it has been demonstrated that
being taught by EBE is crucial to the learning experience in the training/education of staff
(Rush, 2008; Terry, 2012; Schreur, Lea & Goodbody, 2015). Most mental health trainees
report personal and professional benefit from receiving education/training from EBE; it
motivates them to improve their practice and implement more person-centred ways of
working (Khoo, McVicar & Brandon, 2004). Similarly, the involvement of EBE in research is
also viewed positively by most researchers (Thompson et al., 2009). Such research
involvement is associated with greater likelihood of measuring outcomes pertinent to the
experiences and priorities of the client group, as well as greater insight and richness in
research findings (Mjasund et al., 2016). It is also associated with better recruitment of
research participants and increased chances of securing research funding (Domecq et al.,
2014; Mjegsund et al., 2016).

As observed by Crawford et al. (2002), research in this field generally focuses on the benefits
of EBE activity for services - much less emphasis is placed on outcomes for EBE themselves.
Nevertheless, there is emerging research into the benefits of EBE activity for EBEs,
particularly for those with lived experience of mental health difficulties. It has been found that
EBE can find the experience validating; it is a positive experience to be able to share their
stories in environments where their experiences are recognised and valued (Barnes, Davis &
Rogers, 2006). For many EBE, involvement is associated with increased self-esteem and
confidence (Repper & Breeze, 2007; Simpson, Jones, Barlow & Cox, 2014). It has been

observed that these changes in esteem and confidence then contribute to positive
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improvement of the mental wellbeing of EBE (McKeown et al., 2012). Further, EBE have
reported that talking through their experiences has enabled them to gain new insights as well
as giving a sense of meaning to their suffering (Walters et al., 2003; Paterson, Trite &
Weaver, 2014). However, it must be noted that for a small number of EBE, the experience can
be distressing, for example, when faced with the pressures associated with research (Patterson
et al., 2014) or when met with a seeming lack of compassion from those they are teaching
(Walters, 2003). Even in these circumstances however, EBE generally still rate the experience
as positive overall (Patterson et al., 2014).

The above research findings predominantly concern EBE with experience of ‘primary’ mental
health difficulties. There appears to be a scarcity of research regarding the involvement of
EBE living with chronic physical health conditions. There does exist some literature around
involvement of EBE living with diabetes, but, in line with research findings into primary
mental health conditions, this research has primarily focused on the benefits of EBE
involvement for furthering diabetes research, as well as in garnering EBE views as to how
research can be enhanced and services can be improved (Dovey-Pearce, Hurrell, May, Walker
& Doherty, 2005; Lindenmeyer, Hearnshaw, Sturt, Omerod & Aitchison, 2007; Murad et al.,
2011). Further, the experiences of those living with Type 2 diabetes appear to be represented
more in these studies than the experiences of those living with Type 1 diabetes.

There does not appear to be any research into the personal impact of acting as an EBE for
individuals with chronic physical health conditions such as Type 1 diabetes. Anecdotally, it
appears that being involved as an EBE may be associated with reduced distress, improved
condition management and increased self-esteem for young people living with Type 1
diabetes. This may be a particularly pertinent observation given that the management of
chronic conditions is often burdensome for the individual living with that condition; not only

do they have to contend with physical manifestations of the condition, but its management
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can be complex too (Tran, Barnes, Monotori, Falissard & Ravaud, 2015). In the context of
such burden, people commonly experience psychological distress (Polonsky et al., 2005;
Naylor et al., 2012). Thus, while chronic conditions such as Type 1 diabetes contribute to
psychological distress, psychological distress may also contribute to poor condition
management (Brady et al., 2013; Willis, 2014).

The proposed research therefore seeks to address some of the gaps in the literature by
investigating the individual impact of acting as an EBE for young adults living with chronic
health conditions such as Type 1 diabetes. The researchers are particularly interested in
exploring the experiences of young adults living with Type 1 diabetes given that the
significant burden of living with diabetes means that the prevalence of mental health issues in
young people with diabetes is much higher than in their non-diabetic peers (Hislop, Fegan,
Schlaeppi, Duch & Yeap, 2008; Cooper et al., 2017) Further, young people living with
diabetes have higher rates of emergency hospital admissions for diabetic ketoacidosis, a
serious complication of diabetes that is associated with poor diabetes control (National
Diabetes Transition Audit, 2019). Indeed, between the ages of 20 and 39, men and women
living with diabetes face a mortality risk of 2.54 and 3.76 times higher than men and women
without diabetes respectively, with much of this risk being carried by those living with Type 1
diabetes (Crowley & Matthias, 2017). As a result, it appears pertinent to formally explore the
anecdotal observations that EBE activity may be associated with improvements in condition
management and distress for this client group. If this is indeed the case, there would be
important implications for promoting increased involvement in EBE activity for young adults

living with Type 1 diabetes at an early stage in order to maximise health outcomes.
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4. Research question
How does involving young people with chronic health conditions in expert by experience
activity (e.g. public speaking, staff training or service development) within their services

impact on their self-perception and management of their condition?

5. Method

5a. Participants and recruitment
The proposed study seeks to recruit young people, aged between 16 and 35, who have chronic
health conditions and who have been involved as experts by experience, either through public
speaking about their condition to service staff, in staff teaching or in service development.
The study seeks to recruit between six and ten participants. Young people with Type 1
diabetes meeting the above inclusion criteria will be approached for recruitment in the first
instance. This approach will be made via a member of the potential participant’s clinical care
team — the research team will first make the Young Adult Diabetes Service in BCUHB aware
of the research and inclusion criteria, along with the adult diabetes services in central and
West BCUHB (there is currently only a Young Adult Diabetes service in East BCUHB). The
services will then be asked to consider whether they can identify any individuals who fit these
criteria who may be interested in research participation. A member of the clinical care team
would then present potential participants with a ‘Participant Information Sheet’ detailing the
purpose of the study and what participation involves. It should be noted that the Chief
Investigator works within the Young Adult Diabetes Service — to safeguard against any
potential conflict of interest, the Chief Investigator will not be involved in approaching
potential research participants under her service. Those interested in participating with the
research will be asked to complete and return the ‘Initial Contact Form’. The Principal

Investigator will then contact the potential participants to answer any queries they may have
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and to make interview arrangements should the individual decide they did want to participate.
In the event that insufficient participant numbers are recruited in this way, the study will be
advertised on Twitter to UK based participants meeting inclusion criteria - young people with
chronic health conditions currently have a strong online presence on such platforms and there
is a particularly active Diabetes online community on Twitter. Potential participants who
respond to the Twitter advertisement will be provided with an electronic participant
information sheet and initial contact form. The Principal Investigator will make contact with
potential participants recruited in this way only upon receipt of a completed initial contact
form, or if the potential participant makes contact with any queries. Should insufficient
participants be available for recruitment from the diabetes population it is proposed that
further participants may be recruited from the Young Adult Renal Service in BCUHB, along
with the adult renal services in central and West BCUHB (there is currently only a Young
Adult Renal Service in East BCUHB), following the same recruitment procedures outlined
above. Prior to any interview, the interviewer will confirm informed consent with the
participant and the participant will be asked to sign a ‘Participant Consent Form’ as a formal
record of written consent. Parental consent will routinely be sought for any participants under
the care of paediatric services.
During the consent gathering process, participants will also be asked if they would like to
review a draft of the theory once data collection is complete. They will be advised that this is
an optional additional element to the study and that they can opt out at any point.

5b. Measures
The study proposes to implement a qualitative design whereby data will be gathered via semi-
structured interview. Broad interview topics and some potential questions are outlined in an
Interview Guide document. The interview will be structured loosely around this topic guide,

following unanticipated areas of inquiry as identified by research participants. In line with
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Grounded Theory principals, the content of the interview guide is subject to some degree of
amendment, as determined by themes that emerge from preceding participant interviews. In
addition, the following demographic information would be requested from participants: Age,
gender, chronic health condition, length of time since condition diagnosis and type of expert
by experience involvement (e.g. public speaking, staff training, service development).

5c. Design and Procedures
Interviews would be conducted by the Principal Investigator. In most instances, the interviews
would take place in the North Wales Clinical Research Centre in Wrexham. If this were not
feasible, participants could be seen at an NHS location convenient for them (e.g. GP surgeries
or local diabetes centres), or home visits could be offered subject to risk assessment.
Alternatively, interviews could be conducted over the telephone or via a video call if that
were the preference of the participant.
At interview, a semi-structured approach will be taken to ask participants about their
experiences of being involved as experts by experience and how this may have impacted on
their sense of identity as a person with a chronic condition, as well as how it may have
impacted on how they manage their health condition. Interviews aim to be conversational in
nature and their content will be led by an interview guide comprised of broad topic areas and
example open-ended questions aimed at obtaining detailed responses. Interviews will be
flexible to follow up on anticipated areas of inquiry introduced by participants. It is proposed
that the qualitative data gathered via interview will be analysed in line with grounded theory
principles (Corbin & Strauss, 2015). Grounded theory seeks to develop explanatory theories
of social processes (Starks & Trinidad, 2007). It is the proposed method for this study given
that at present the personal impact of involvement as an expert by experience has received
relatively little research attention. Within the grounded theory approach, data is collected and

analysed simultaneously (Charmaz, 2005). In this way, the interview guide will be a flexible

106



tool that may be modified between interviews so as to reflect the emerging theory. Further,
within this approach, there are no ‘set’ criteria regarding participant numbers, rather it is
recommended that participant recruitment should continue until saturation — that is, when no
new themes emerge from interviews (Corbin & Strauss, 2015). However, depending on the
information/themes contained within the interviews, it may not be possible to attain saturation
within the time constraints of a DCIlinPsy project. The proposed sample size of between six
and ten participants is ordinarily considered ample for qualitative DClinPsy thesis projects.
Once a theory has been drafted, participants who have opted to do so will be sent a copy of
the theory and asked if they would like to provide comments/feedback. This feedback will

then be used to further shape the theory/inform the write up of the study.

6. Data management and storage

Interviews will be audio recorded using an MP3 recorder. As soon as practicable following
each interview, the audio recording will be transferred onto an encrypted USB device and
deleted from the Dictaphone. Interviews will be transcribed anonymously, with identifying
information redacted from the transcripts. These transcripts will be stored securely on an
encrypted USB device and backed up onto NHS or Bangor University servers. All data will
be kept in accordance with BCUHB’s data protection policy. The encrypted audio recordings
will be destroyed upon the Principal Investigator’s completion of the doctorate. It is hoped
that the thesis will be published. Consequently, upon completion of the thesis project, the
electronic transcript data will be retained and stored securely at the Gladstone Centre,
Wrexham Maelor Hospital for up to five years, where it will be available for scrutiny should
this information be requested post-publication. After this time, all electronic data will be

destroyed.
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7. Feedback

Participants will be given the opportunity to provide feedback on the initial theory generated
by the study. This feedback will be used to further shape the theory and/or inform the write up
of the study. Participants will be offered an accessible report at the end of the study which
explains the overall results. Participants will also be made aware that a full-text copy of the
thesis will be available at Bangor University Library, and that they can receive an electronic

copy via email if they wish.

8. Risk Assessment

As noted previously, it is proposed that most interviews would be conducted at the North
Wales Clinical Research Centre, but that home visits could be conducted as necessary. If
home visits were needed, then there may be an element of risk associated with this. If home
visits are utilised, the Principal Investigator will adhere to the BCUHB lone worker policy.
Should any participants become significantly distressed during the research process, they will
be encouraged to contact their GP and/or a member of staff from the team they were recruited
through. If at any point during the research process, a participant discloses serious risk of
harm to themselves or others, then confidentiality will need to be broken in line with

BCUHB’s safeguarding policies.
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Appendix G: Participant Information Sheet

Horth Wales Clinical Psychology Propramme
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Participant Information Sheet

Study Title: The Impact of Involving Young People with Chronic Health Conditions
as Experts by Expenience: An Exploration.

Research Team: Bethan Allcock, Trainee Clinical Psychologist
Dr Rose Stewart, Principal Clinical Psychologist
Dr Mike Jackson, Consultant Clinical Psychologist

/‘-;E would like to invite you to take part in a research study to help us leam more about the \
experiences of people who help services by becoming experts by experience. This
information sheet will tell you more about the study. Please read it carefully before deciding if
you would like to take part.

If after reading this leaflet you decide that would like to take part in the stu lease fill

This project has been reviewed and approved by the Psychology Research Ethics
Committee and the NHS Research Ethics Committee.

What is the purpose of the study?

Research suggests that service user involvement through expert by experience activity is
very helpful for services and professionals. However, we don’t know very much about the
impact of being an expert by experience for the people themselves. There is very little
research in this area, especially research about experts by experience with chronic physical
health conditions like Type 1 diabetes. We are particularly interested in how being an expert
by experience may impact on people’s self-esteem and the way that they manage their
condition.

Who is doing this research?

The research is being carried out by Bethan Allcock, a trainee clinical psychologist on the
Morth Wales Clinical Psychology Programme. Bethan is doing this research study as part of
her training. The research is being supervised by Dr Rose Stewart, Principal Clinical
Psychologist at the Wrexham Young Adult Diabetes Service and Dr Mike Jackson,
Consultant Clinical Psychologist at the North Wales Clinical Psychology Programme. Bethan
is the researcher who will meet with you if you decide you would like to take part in the
study.

Why have | been invited?

You have heen invited because you have supported young people’s physical health services
by acting as an expert by experience.

Participant Information Sheat W2 01.10.2019 IRAS PROJECT ID: 26632832
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Do | have to take part?

Mo Taking part is completely voluntary. We ask that you read this information sheet
carefully before you decide. Please contact Bethan if you would like more information or if
there is anything you are unsure of (contact details are at the end of this information sheet).
If you decide not to take part, you do not need to give a reason; choosing not to take
part will not affect any services you receive in any way.

Will my treatment or services be affected if | do take part?
Mo, you will continue to receive the same services or treatment.

What will happen if | do take part?

If you do decide to take part, Bethan will contact you to amange what happens next. You will
be asked to take part in an interview about your experiences as an expert by experience.
The intwrview will be 'soml-structured’, This mears that Bethan wil hawe some questions
she asks evenyone taking part, but you are also free to talk about what matters to you. You
do not have to answer any questions that you are uncomfortable with. The interview will be
recorded using a Dictaphone. You will also be asked if you would like to review the eary
findings of the study. Any feedback you provide may be used to shape the study and its
write-up. This would be completely optional, and you would be able to opt out at any point.

How long will the interview take?

The interview itself is expected to last around 60 minutes. Some extra time will also be
needed to check that you are still happy to be involved in the study, and to answer any
quesfions you may have either before or after the interview. You will be able o take a short
break if you want to.

Where will the interview be?

Ideally, the interview would take place at the North Wales Clinical Research Centre in
Wrexham. If this was not convenient, you could be seen at an NHS location somewhere
better suited to you, such as your local GP surgery or diabetes centre. Altematively, it may
he possible for Bethan to visit you at your home, or the interview could be conducted over
the telephone or through a video call if that is better for you. Bethan will contact you to
amrange this with you if you do decide to take part in the research.

Are there possible benefits to taking part?

You would be helping us to build our understanding of what it is like to be an expert by
experence. Your involvement would help us begin to understand how such activity may
impact on the self-esteem and condition management of experts by experience. This may
help us to evidence why senvices should be encouraging more people to become involved
as experts by expenence. In tum, this means that services could benefit even more from
increased support from experts by experience.

You will also receive a gift voucher for £15 at the start of the interview as a thank you for
contributing your time and taking part. If at any point you decide that you want to stop the
interview or to withdraw from the study, you will not be asked to retumn the gift voucher.

Are there possible downsides to taking part?

Dwring the interview you will be asked about how yvour work as an expert by experience may
have impacted on your self-esteem and condition management. This may touch on parts of
wour life that you may have found distressing. You do not have to talk about anything that
makes you feel uncomfortable, or that you do not want to talk about. However, it is possible
that being reminded of difficult times could cause you to feel upset. If the research team
become concemed about your wellbeing, you will be encouraged to contact your GP andfor
a member of staff from your health team.

Participant Information Sheat W3 09.01.2020 IRAS PROJECT ID: 266383
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Will my information be kept confidential?

Yes Any information about you will be kept strictly confidential. At the beginning of the
research, you will be assigned a random number, which will be your unigue identification
number throughout the study. Information about you can only be identified by this unique
number, which will be known only to the researchers. Your research data (i.e. your interview
and its transcript) will be collected by the researcher. This data will not be linked in any way
to your personal details (e.g. name, contact details, etc), which will be stored separately.

If, at any time during the study, you disclose any incidents where professionals have acted
in an unethical or abusive way towards you, or disclose that either yourself or others may be
at risk of serious harm, the researcher has a staturory (i.e. legal) reguirement to breach
confidentiality. This means that the researcher cannot keep this information confidential and
is required to report this information to the appropriate responsible person or authority.
Wherever possible, the researcher will inform you that they will be breaching confidentiality
and sharing the information you have provided. The researcher can share this infformation
without your consent if it is felt to be in your best interests, or the best interests of the public
to do so.

Who will have access to information about me?

Your personal details will be kept strictly confidential. Your name is recorded only for
consent purposes and so that the research team can contact you (e.g. with the results of the
research). Your personal information will be stored separately from your research data (i.e.
wour interview). Additional safeguards will be in place, including keeping any data you have
supplied, such as your consent form, in a locked filing cabinet. Any electronic data will be
stored securely on a password-protected NHS or Bangor University computer. Audio-
recordings of interviews will be destroyed upon Bethan being awarded her doctorate. All
other data will be retained by the research team for a minimum of 5 years, after which they
will be safely and securely disposed of, in line with NHS policies.

What will happen to the results of the study?

The information collectad will be written up in the form of a doctoral thesis, a copy of which
will be available from Bangor University Library. The study may also be published in
academic research articles and conference presentations. It will not be possible to identify
any participant individually in any of these publications. The data collected will be combined
Inty ‘theemea’ that may have simerged across al t inbervieves. T may be soms direct
quofations, but the research team will ensure there is nothing that makes people identifiable
in these. If you decide to take part in the research study, you will receive a letter at the end
of the study explaining the overall results, if you want one.

What if | want to withdraw from the study?

You can withdraw from the study at any time before the research is written up in March
2020, and you do not need to explain why. If you choose to withdraw from the study, all your
data will be securely destroyed.

Who is funding and organising the study?
The research is organised and funded by the Morth Wales Clinical Psychology Programme,
at Bangor University.

General Data Protection Regulation (GDPR)

Bangor University is the sponsor for this study. The research team will be using information
from you in order to undertake this study and we will act as the data controller for this study.
This means that we are responsible for looking after your information and using it property.
Bangor University will keep information for the purpose of this study for 5 years after the
study is completed. This information will be held by Bangor University and Betsi Cadwaladr
University Health Board (BCUHB).

Participant Information Sheat W3 09.01.2020 IRAS PROJECT ID: 266383
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BCUHB will keep your name and contact details confidential and will not pass this
information to Bangor University. BCUHB will use this information as needed, to contact you
about the research study, and to oversee the quality of the study. Certain individuals from
Bangor University and regulatory onganisations may look at your ressarch records to check
the accuracy of the research study. Bangor University will only receive information without
any identifying information. The people at Bangor University who analyse the information will
not be able to identify you and will not be able to find out your name or contact details.
BCUHB will keep identifiable information about you from this study for & years after the
study is completed. Your information will only be used for the purpose of health and care
research, or to contact you about future opportunities to participate in research. It will not he
used to make decisions about future services available to you, such as insurance. Where
there is a risk you can be identified, your data will only be used in research that has been
independently reviewed by an ethics committee.

What if something goes wrong?

If you have concems about any aspect of this study, you should speak to the research team,
who will do their best to answer your guestions. You could contact Bethan Alicock at
sepaBi@bangor.ac.uk. Altematively, you could contact Dr Rose Stewart at

rose stewarti@wales.nhs.uk

If you remain unhappy about the research andfor wish to raise a concern about any the way
that you have been approached or treated during the course of the research, please contact
Mr Huw Ellis, who is the Bangor University contact for complaints regarding research at the
following address:

Mr Huw Ellis, School of Psychology Manager, School of Psychology, Brigantia Building,
Penrallt Road, Gwynedd, LL57 2DG

Tel: 01248 388339

Email: huw_ellis@bangor.ac.uk

How do | volunteer to take part in the study?

¥ yeu would lkn to takos part in the shudy, pieana complats tha 'inital comtact form™ and post
it back to us in the pre-stamped addressed envelope provided. Bethan Allcock will then
contact you to ammange a convenient time and location for the interview to take place.
Completing the form does not mean that you have consented to take part in the research,
nor commit you fo doing so. You can change your mind at any point.

For further information on any aspect of the study, please contact:

Bethan Allcock, Trainee Clinical Psychologist, North Wales Clinical Psychology Programme,
School of Psychology, Brigantia Building, Bangor University, Bangor, Gwynedd, LLAT 2AS.
Email: sepad9@bangor.ac.uk

Thank you for taking the time to read this information sheet.

Participant Information Sheat W3 09.01.2020 IRAS PROJECT ID: 266383
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Appendix H: Participant Consent Form
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Participant Consent Form

/A deilad Brizantia

School of Psychalogy/Ysgzol Seicaleg
Bangor University/ Prifysgel Bangar

Gwynedd
LL57 248
01248 382205

Study Title: The Impact of Involving Young People with Chronic Health Conditions as

Experts by Experience: An Exploration.

1. | have read and understood the information sheet for the above study. |
have had time to think about it and ask questions. My guestions have
been answered to my satisfaction.

2. | understand that my participation is voluntary and that | am free to
withdraw at any time without giving a reason. This will not affect my
medical care or legal rights.

3. lunderstand that | will be encouraged to contact my GP andfor a
professional from my health team if the research team become concemed
about my emoctional wellbeing.

4. | understand that any information about me will be made anonymous
before this study it is submitted for marking and publication.

5. 1 agree to my interview being recorded.

6. | agree to anomymous quotes of what | have said being used in
publications

7. | agree to take part in this study.

Please initial each
box if you agree with
the statement

HpEpEREpEEEEE

Mame of participant Date Signature
Researcher Date Signature
Participant Consent Form V1 11.00.2019 IRAS PROJECT ID: 266383
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Appendix I: Interview Guide

Interview Guide
Demographics
Age:
Gender:
Chronic health condition:
Length of time since condition diagnosis:

Type(s) of expert by experience involvement:
(e.g. public speaking, staff training,
service development)

Was your involvement on a continuous, or one-off basis?

If continuous, how long were, or have, you been involved for?

Introduction

In this interview, | am going to be asking you about your experience of expert by
experience activity, and how this may have impacted on you personally. | am
particularly interested in how, if at all, it may have impacted on how you see yourself,
and how you manage your diabetes. At the same time, you are also free to bring up
other related topics that you think could help me understand the experience better.

Broad questions about the experience, e.g.:

e How did you come to be involved in expert by experience activity?

e How was your experience of being an expert by experience? / How did you
experience being an expert by experience?

e How does your life before expert by experience activity compare with now?

e What does your work as an expert by experience mean to you?

Questions around personal impact, e.g.:

e Have you noticed any personal changes that have occurred since your expert
by experience involvement?

e Are there any ways in which your expert by experience activity has impacted
on how you see yourself?

e Are there any ways in which your involvement has impacted on your self-
esteem or confidence?
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Questions around condition management, e.g.:

Are there any ways in which your expert by experience activity may have
impacted on your relationship with your diabetes?

Are there any ways in which your expert by experience activity may have
impacted on how you manage your diabetes?

Conversation continuers/Probes, e.g.:

Non-judgemental summary statements of what they have said in question
form

Expression of interest and encouragement to continue via nonverbal
communication (e.g. nodding, ‘mhmm’, etc)

That'’s interesting, could you tell me more?

Can you give me an example of what you mean?

What did you make of that?

How did that make you feel?

How was that experience for you?

Ending questions, e.g.:

Is there anything else you think | should know to understand the personal
impact of being an expert by experience better?

Do you think there is anything about the personal impact of being an expert by
experience that we have missed?

Are there any other questions you think | should ask?
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Appendix J: Examples of Analytic Process

Participant 3, Memo 21

27 March 2020

Concept: EbE providing a structure for reflection

UPDATE 22No MARCH 2020: Now recoded to: Building Self-Respect AND Storytelling

Raw data: umm it was a chance for me to- not just in that 20 minutes on the podium you know giving the talk,
it's the preparation work behind that. | had to, you know [ took the time to kind of plot my journey out, which I'd
probably never done before, you just kind of, you know, you get on with it. You don’t take enough time to
reflect on how much umm- or what that journey looked like you know?

Memo: The benefits aren’t only from the talk itself, she got benefit from taking the time to plot out her journey
for the first time — kind of like a life-line exercise in assessment? What would it be like if she did not put so
much prep time into it? Would it have been less beneficial?

Raw data 2: it was having the time to think about that and actually go ‘wow, in the context of things I'm
actually doing okay, I've got my GCSEs, I've got my A Levels, on top of-" you know, they say type 1 diabetes
is a full time job but its four and a half full time jobs before you've even had a job interview, you know it's- its
relentless. But | don't think the way clinic is set up allows space to acknowledge any of that with any type of
clinician. Umm, you know, and there’s certainly no psychology, or there wasn't at the time when | was in
paediatrics even

Memo 2: In writing her story, she has been given the space to stand back and recognise how well she coped
in spite of all that was on her plate — something that there was no space for with her diabetes team.

Participant 3, Memo 22

2nd March 2020

Concept: EbE and reflecting on her story has allowed her to get to know herself better
UPDATE 1ST APRIL 2020: Now recoded to: Storytelling

Raw data: So I think it allowed me to just have a bit of a think about things and get to know how | thought
about things

Memo: It has given her better insight into the way she is

Participant 3, Memo 23

2nd March 2020

Concept: Ebe has increased her reflective capacity
UPDATE 15T APRIL 2020: Now recoded to: Storytelling

Raw data: once you start- once you sort of- you see that a little bit, you realise ‘actually, | need to reflect on
stuff, this is-" you know and I've done more reflecting now since that period of time when | was asked to do
that than | probably ever did before and that’s been really really useful and really powerful.

Memo: After realising the benefits of reflection, she has done more and more of it and she has learnt how
useful and powerful it is to do — but what does she mean? In what ways is it useful and powerful?

Participant 3, Memo 24

2nd March 2020

Concept: Reflecting on her experience has led to decreased resentment toward her team
UPDATE 21T MARCH 2020: Now recoded to: Changing Dynamics with Healthcare Professionals
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Raw data: So umm and I think as well it allowed me to- with that reflection be able to take a step back in my
own clinic experience since then of actually ‘my doctor knows a tiny little element of my life, | know me, | know
the full story and what | think I'm being told and what I'm actually dealing with are often different things’. So it
allows me to- I think its helped me to have a bit [pause] bit less resentment towards a lot of my team that |
think I've built up for a number of years where | just didn’t think they understood what this meant for me as a
young person for a vast number of years

Memo: Her increased reflective capacity has made her less resentful toward her team as it has enabled her to
step back and recognise that they only see a small part of her, whereas before she had understood this in the
context of them not listening or understanding her — this stepping backwards has enabled her to recognise the
reasons for this and that perhaps these reasons aren’t as damning as she had originally thought

Participant 3, Memo 25

2nd March 2020

Concept: Exceeding your own expectations

UPDATE 1st APRIL 2020: Now recoded to: Building Self-Respect

Raw data: And I think there’s an element of doing something that you never thought that you could do in the
first place which was stand up and public speak and things like that

Memo: Again, there is something powerful in doing things you didn’t think you could do. This is something that
has come up a few times across interviews now

Participant 3, Memo 26

2nd March 2020

Concept: Being your own psychologist

UPDATE 1ST APRIL 2020: Now recoded to: Storytelling

Raw data: / think if somebody had probably asked me to do that, sit down and you know go through that, |
probably wouldn- I'm not sure if I'd have been able to do that at the time and I'm not sure if being asked to do
it would have probably made me, | don’t know, I didn’t go through this but you know if like, I'm wondering- |
look back now and think like if a psychologist had asked me to explore some of those things, would | have
been more [pause] emotional about it? But actually it was more powerful because it was umm [pause] it
allowed me to explore the emotional side of diabetes but | didn’t really get emotional about it. Does that make
sense? Like it wasn't forced

Memo: This is her response to me asking what it had been like to sit down and really reflect on her
experiences in order to write her story. It sounds as though the timing of doing this was important — she may
have been resistant to doing it at the time. She likens her experience to what it might have been like to sit with
a psychologist and do this — maybe with a psychologist she might have become more emotional. To her mind,
it was more powerful for her to explore the emotional side without getting emotional — what is that about? By
not getting emotional, does that mean it was safer? Or maybe that she could take more of a ‘wise mind’
stance? It is interesting that she mentions a psychologist. Is this something she has thought about before? Is it
because of my profession? Is it because of the way | asked the question? Is it like therapy to her?
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Summary Memo — Learning
Date: 21st March 2020
Concept: Learning via EBE — Now recoded to: Learning
Memos referred to in this summary: P1M10, P2M19,20,21,24&39, P5M11&13, P6M6, P7TM7&9

Memo
The idea of learning in the context of EbE has come up a few times in the interviews.
In the context of learning about diabetes:

o the learning can be passive, through listening to what others have to say at the EbE events they are
attending (e.g. those teaching or speaking at conferences listening to their fellow EbEs or speakers)
or active, through research for doing their talks or by asking questions stimulated by new things they
have discovered via EbE work.

e The learning is continuous and constantly developing, it does not appear that there will be a stage
during which learning about diabetes is finished

e The learning may be about lots of different things too; they may learn about diabetes as a physical
condition, different forms of treatment or management, and about diabetes care being “way more
holistic than just the physical” (P5M13)

¢ Through gaining this knowledge, participants expressed having the opportunity to better manage
their diabetes (i.e. by learning more about the importance of good management, by knowing what
advice or treatments to ask their team for and by having the confidence to ask these questions)

e For a subset of participants, the learning that took place through EbE helped them both to recognise
that they had not yet accepted their diagnosis, and then through the learning they learnt to respect
the condition more, and to accept that it was lifelong and that they would need to manage it, thus
leading to better management. For those participants, there was a strong theme that you need to
accept T1D to move forward with better management, and that EbE was a facilitator of the
acceptance process via learning about the condition

So in terms of how the learning process might work and fit with other concepts or categories in the study:

For a subset who had not
accepted their diagnosis:
Learning leads to increased
respect and acceptance

About the physical
complications T1D
can cause

Learning ,
About different forms of -
» Passive . .
—— | ‘treatment’/management Better management

» Active of T1D
» Continuous

About the need for

‘holistic’ diabetes care

(i.e. incorporating
psychological and
social support)

L ]

Increased confidence to ask diabetes
care team for the kind of
‘treatment’/management they want
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Date: 9t April 2020
Initial integrative Diagram

Maybe have the different
contextual factors written
down in this section?

Contextual Factors

Psychological Readiness

Psychological
/ Empowerment \

Social Empowerment
Empowerment over T1D
Management

—

‘Virtuous Circle’

Something to reflect that
there is a feedback loop
where gains lead to more
involvement etc

Is this too basic? Could possibly put the different concepts underpinning each of the subcategories in
the intersects of the circles? Not sure if this would look too busy and wordy though? Could have
arrows coming from each of these to demonstrate where these things fall out of?

Is the ‘virtuous circle’ element redundant given that all of the arrows do show the linkages back and
forth between empowerment and EbE? It is an important concept on its own though as memos
underneath this concern stuff like EbEs advocating for more EbE availability and also speaking about
how it opens up career prospects
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Appendix K: Table of Additional Quotations

Psychological Readiness

“Then I got my insulin pump and then everything changed and so | started being more involved with [EBE] ” (Participant 1)

“And uhh at this kind of point, to myself, [ was still like ‘don’t care’, like ‘it’s me, like I really don’t care’ and it was the emotional impact it
had more on my [sibling] that | saw and uhh [pause] that kind of put things into perspective a lot... uhh so it was, it was my [sibling] that kind
of kick started, kick- kicked me up the arse as some people might say ” (Participant 2)

“Because | was given that opportunity at a specific time, it was a bit of a turning point, | was AGE when it first happened, I think I have also
been asked to do things now NUMBER years on from a patient experience point of view where I’ve actually felt I could give that baton to
someone else ... I don’t need to take this on now... those opportunities need to come, but they need to come at specific times for people ”
(Participant 3)

“I actually wanted to do something umm in diabetes... but uhh I never could find the vehicle and I think it was- [ wasn’t ready, I don’t think I
was quite ready uhh lots of things psychologically weren’t there for me yet but- it was only at that point where I felt 1'd reached my ceiling
and- my- almost like a huge goal in my mind that | wanted to share ”” (Participant 4)

“You know I always wanted to do that, it was always just about finding the right time, the right moment and having the right experience to do
it?... it took years to do it but got there eventually ” (Participant 4)

Facilitators

Team “It can be nerve-wracking but there’s always been someone there to make sure that I'm constantly- am | okay and things like-
Support they 've never kind of left me to be like ‘oh you're doing this in front of 150 people’ like ‘have fun!’ ... there is that always that
build up, but as soon as I'm there and like we start chatting to people and things like that | think it does help me calm down a
bit more and I do have strategies now where I don’t actually look at people [inaudible] up at people” (Participant 2)

“Met them twice beforehand to check that they were comfortable in what they were saying. There’s obviously gonna be nerves
and that kind of thing... There is an element of coaching beforehand as well, you can’t just expect anyone to rock up on a
podium and things” (Participant 3)

“It was quite relaxed cos like [health care professional]- she was in my team as a child, so she was like probably like my little
safety net, and she came " (Participant 6)




Transferrable
Skills

“My professional background is, I'm a [profession] by background and work with young people with sort of, low confidence,
low self-esteem and so I thought ‘actually, I could bring that in to’- | see a lot of that in people who are- young people with
diabetes as well and I’'m not sure we always touch on the confidence element of things, we always kind of sort of stick on the
medical side of it ’(Participant 3)

“At first I was a bit unsure cos I absolutely hate public speaking and speaking in front of people but [pause] I think its just,
especially being back in [education], umm | have to do like presentations and they 're only in front of my class and things like
that so they’re only small, but they do help me build confidence. Umm and especially the job I'm in now, but I'll be leaving
hopefully soon, they do, it kind of, it does build your confidence with people and being able to speak to people properly or, just
having the confidence to say something at all [pause] uhh, so it just the confidence building cos in [education] I- before
[education] | never would have done anything like that before ” (Participant 2)

Planning

“It might be easier for me to draw on it technically sometimes but obviously not everybody understands diabetes so we-
learning like simpler ways of explaining has helped me in a way to explain it further cos a lot of people understand it better ”
(Participant 2)

“I couldn’t even speak openly I had to stick to the piece of paper and explain like ‘I'm just gonna read this out’” (Participant
3)

Barriers

Tokenism

“If they don’t want the help then they don’t need to take that help or advice but, we are there to help them as much as they are
there to help us... we live with the diabetes, we ve got the experience so they should listen to us more, but some don'’t like
listening. They like to think that they know everything. Umm. So yeah, it’s a bit of a win-win situation, they just need to listen
to the patients more than shrug them off... they’ll learn a lot more from patients than a book ” (Participant 1)

“[ definitely think there’s some things I’'ve been involved in where I feel I've been asked because I've ticked a box as being a
person with diabetes involved, and there’s other things I’ve been involved in where I feel fully part of that process, where my
voice is actually important enough to be wanted to be included. And there’s a big difference in that. Like sometimes you kind
of feel a bit like a tokenistic ‘oh we 've got somebody involved’. So it can really differ. And I think as well like sometimes you
can tell if you 've been asked to just look at something so that it’s been put in front of somebody with a condition and its ticked
that box, or if you’ve been involved in ‘okay we’re gonna create this, what does it need to include?’ from the very beginning”
(Participant 3)
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Practical
Difficulties

“It can be nerve-wracking but there’s always been someone there to make sure that I'm constantly- am | okay and things like-
they 've never kind of left me to be like ‘oh you re doing this in front of 150 people’ like ‘have fun!’ ... there is that always that
build up, but as soon as I'm there and like we start chatting to people and things like that I think it does help me calm down a
bit more and I do have strategies now where I don’t actually look at people [inaudible] up at people” (Participant 2)

“I think there’s always downsides to public speaking I think there’s [pause] you add extra strain, emotional strain definitely, to
doing it umm, nerves stood in front of- If anyone ever says that they re okay standing in front of 100 people and doing a talk,
they 're talking absolute nonsense. So there’s- you know, that’s one thing, there’s a bit of a strain to it (Participant 4)

“You don’t know what’s gonna be thrown at you either like, you stand in front of these and you might have some really dodgy
questions. And | have had a dodgy question or two ” (Participant 4)

Feelings of
Overwhelm

“I think that’s one of my bigger learning curves what I had to be able to do after- learning all of this because it is an endless
amount of information umm you have to be able to make sure you can sit down like ‘what headspace am [ in?’” (Participant 2)

“I was finding that like, I'd have my appointment and then at the end or the beginning we’d have a quick chat about ‘oh what
needs to be done next’ and ‘what’s going on?’ And then I said, ‘do you know what, I need to keep these separate’ and they
totally agreed... now my clinic appointments are just for me, they re not about the project, they re not about umm [pause]
yeah they 're not about any of that stuff”’ (Participant 5)

“[ feel scared and so going to [event] I was like *gasp™ ‘I don’t wanna speak in front of everybody’ whereas [peer] was like
‘Yveah I wanna do this, [ wanna do that’. I think I very much keep myself to myself in my own little shell... umm yeah its- its
nice, its nice to be involved. But sometimes I think it is a bit over my head, I'm like *laughs* ‘what is this? " (Participant 6)

Psychological Empowerment

Paying it
Back

“I went to one of the [event] days... I signed up to it and I went along to it and I met other people there umm and | met
[person], who works [as an EDE] and [they 've] just been a rock then as a person... [they] just kept pushing me, pushing me,
telling me do this, do this, do this and because of [person] I seen what [they 've] come from, like from where [they] was to now
and [they] had a similar story to me... Because of [person], obviously with the work [person] does now, I'm like ‘look, I need
to help out some way’” (Participant 1)

“Because it such had- it’s had such a positive effect on- on me ... it’s all had such a positive impact its easier for me now to
start raising awareness with [healthcare professional] because you- we, we don’t understand how important it is. And still a
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lot of healthcare professionals don’t understand how important it is. So umm this is why I go round and I- even though I'm in
[education] myself and I have a full time job, but I always try to help as much as | possibly can” (Participant 2)

“I was unemployed | wanted to change things for younger people with diabetes cos that experience was awful and | found that
they didn’t really prepare me for young adult life with type 1 diabetes, they just- it’s the medical side but I'm not in hospital
most of the time [’'m able to come in three times a year if I'm lucky. You know, so diabetes doesn’t belong in a hospital, it
belongs everywhere else and that doesn’t happen- that never comes to the table in clinic settings or you can’t explore what
that means so [pause] and | think that’s something that having that 20 minutes on a podium gives you is that ‘hang on now,
you 're gonna listen to me on what diabetes means for me rather than what you think it means like my numbers’” (Participant

3)

“I’ve gone full circle and kind of used all of that experience in between to hopefully now do something positive and that’s- |
suppose that comes into some of the reasons why | do the talking and standing there trying to help healthcare professionals its
trying to give them a bit of a flavour of what it is like and uh some of those challenges ” (Participant 4)

“Obviously 1'd heard of diabetes, but 1'd never dealt with it, had anybody told me they were diabetic. I never knew anybody
with diabetes and had | met somebody that did, truthfully I wouldn’t have thought an awful lot about it. I never realised how
serious it was umm and how much you know it involved, you know? Umm so when they approached me about doing it, I just
thought ‘if it can help somebody else that’s gonna be in that position and give them a little bit of an insight and let people
know that they 're gonna be okay’ you know, cos that would have really helped me if I'd have had something like that. And
when I was diagnosed, I took it really hard umm so again if there’d been something that would give you that bit of reassurance
from other people that are dealing and living with it, you know, that would have helped me. So it really interested me, just to
help other people you know? ” (Participant 7)

Being a
Voice

“Umm its making sure that other people that do- are a bit quiet- cos I am not a person to be quiet either, if [ 've got something
wrong | will let them know *laughs* erm but its- its making sure that other people other than me that may be a bit quieter with
things, or a bit shy of being able to raise concern umm that they are heard no matter what... that’s basically my point that
people do have a quieter voice uhh need to be listened even if it is really quiet. ” (Participant 2)

“Not everyone is like me. Someone might be extremely quiet their diabetes might be giving them such anxiety, which it can
do... but like I said, I can voice my opinion, other people can’t. Well, they can, but other people may find it difficult to”
(Participant 2)
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“You know, that’s something I definitely try to teach young people it’s like ‘you can argue back, not as in argue, you don’t
have to be nasty about it but you can have a voice you know? Like use it’. And that’s the thing whether you use it in clinic, Or a
podium or online, or whatever iz is that you use, it’s important to nurture the confidence to do that I think and I don 't think
you’ll change healthcare until more people- I don’t think that- I think that’s why I do with diabetes, the patient voice thing, or
whatever ” (Participant 3)

“We re trying to make a difference through using our voice that’s- I dunno, you hope that somebody’s gonna listen”
(Participant 4)

Coming out
of Hiding

“Being able to talk about diabetes without the fear of feeling judged and, or somebody’s judging me on my outcomes umm you
know, just allows you to just be kinder to yourself | think and have a different umm different approach ” (Participant 3)

“Yeah massively, massively. Umm I think if you asked anybody I knew uhh before and after, I think there’s umm, there’s a
huge amount of sh- there’s a confidence shift. I've become far more comfortable in my own skin umm from sharing what I live
with uhh [pause] just- | uhh- it’s like a weight off your shoulders its umm feeling accepted for the first time, feeling umm- and
even just you know simple, uhh I say simple things but- the treatment, like- for the very first time I'm sitting at tables doing my
injections in front of people. Now, when | was- before this, I would be going to the toilet, I'd be hiding it, I'd be leaving the
room, to not to- to ensure that I didn’t have to do my injections in front of people, or my testing I would hide in the bag”
(Participant 4)

“Yeah challenges for me were huge around anxiety and definitely that’s got easier. I think that’s got easier as I've shared
morve of the worry, and more of the worry around the diabetes we 've been talking about it, makes it a little easier.... being
more comfortable to not have that extra thinking process of ‘what are people thinking right now about my diabetes?’... I worry
less about what other people think which was a diabetes-driven thing like you re thinking about the stigma, what does
somebody think of this? What does somebody think of what I'm injecting? And because I was more comfortable sharing it, [
worried so much less about that part. So that drives a little bit of worry out of my head which is good cos if I've already built
that- that anxiety thing in my head that there’s a little bit of it that’s been shifted on cos of me being able to talk about it more”
(Participant 4)

“I actually have gone from completely hiding my diagnosis from my friends to now being like an advocate for it and like
seeking out ways to talk about it and teach people about it ” (Participant 5)
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“I think it again it just comes down to being more open? And having gone from hiding diabetes and being really ashamed of it
to ‘actually do you know what this is a massive part of my life and I do struggle with it?’ So I've kind of allowed myself to
show my weaknesses and my vulnerability umm and given myself permission to ask for help. Umm and that its okay not to be
okay.... It’s helped me to slow down in life and I don’t just have to carry on and get on with it, I can umm [pause] things
slowly and it’s okay to struggle” (Participant 5)

“I think probably hugely have gained loads of confidence from it but as a person I am very confident but as a diabetic I’'m not.
So I am very out there and would do anything, if somebody was like ‘are you diabetic?’ I'd of cried in my shell years ago”
(Participant 7)

Building Self-
Respect

“I personally am like ‘oh my god as if I did that’ kind of vibe like” (Participant 2)

“And I think there’s an element of doing something that you never thought that you could do in the first place which was stand
up and public speak and things like that” (Participant 3)

“On one hand I think I was able to look back and think that I'm incredibly lucky umm and being able to do the things ['ve done
all throughout my life and on the other hand it’s also made me realise I'm actually quite, I'm far more resilient than [ would
ever- than | was ever sort of patted on the back for again in clinic, and it always comes back to that never being good enough
in my clinical experience ” (Participant 3)

“Sometimes there was a little bit in that early learning about ‘come on, if I can get on a podium and talk about x’ I can do ‘y”’
and things like that so it might be on odd days where | was struggling a bit more it kind of gave me the confidence in kind of
like, ‘if I could do this, I could do that’ and reach back and use that going forward as well in thinking... it was good to have
that to refer back to and I'll always have that to refer back to. [ mean, I'm NUMBER years down the line now and I'm talking
quite openly about that first experience quite a lot so it’s something that you can’t really- that you’ll always have, you know?...
that’s something you will always have to refer back to and hopefully continue to grow from...There’s definitely been a lot of
growth I think, in myself as a person with diabetes and just as a person since then. Umm which I'm really grateful for”
(Participant 3)

“I think it’s given me some more grace with myself”’ (Participant 5)
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“I’d probably say it helped my confidence because I'm quite a shy person... I thought ‘oh I'm gonna be really sort of, you
know’ but when I watched the films, [ was really pleased that I came across the way that I did, you know? So it did help my
confidence in that aspect, yeah... | was just worried how | would come across cos, like [ said, I've never done anything like
that before umm and like I wouldn’t be the type of person to like speak out in public or anything because I would be too
nervous, you know? So | was a bit worried that when they were doing the filming and stuff, would I say the right thing or the
wrong thing? Will I act in a certain way that I don’t mean to? So that was just all sort of like on my mind, you know? So when
I saw it and, you know, I was just pleased that I came across okay and I didn’t say anything wrong... SO | was worried but
umm it all came out really really well. So yeah that gave me a boost after | saw it then because it did turn out so good ”
(Participant 7)

Storytelling

“Once you start- once you sort of- you see that a little bit, you realise ‘actually, I need to reflect on stuff, this is- ‘ you know and
I've done more reflecting now since that period of time when [ was asked to do that than I probably ever did before and that’s
been really really useful and really powerful ” (Participant 3)

“We only ever have the one model of care that’s quite medical and do nothing else differently about that as well’. So, yeah, I
was able to look back and- and just think about all this stuff in a way that | never had before and had | not had these
experiences I probably still wouldn’t have had the chance to do that because nowhere in my care does that happen. You know?
Nowhere am | asked to reflect and [pause] if | am asked to look back its only ever at, you know, my numbers and what I did
wrong. So for example, if I go into clinic, the common thing is you know ‘oh your bloods are 24 here’. You re pointing out
something that for me then is obviously a fault which translates into a failure you know? And that builds up over time ”
(Participant 3)

“It was a chance for me to- not just in that 20 minutes on the podium you know giving the talk, it’s the preparation work
behind that. I had to, you know I took the time to kind of plot my journey out, which 1’d probably never done before, you just
kind of, you know, you get on with it. You don’t take enough time to reflect on how much umm- or what that journey looked
like you know? ” (Participant 3)

“I’ve been able to be a bit more open with my family cos I've kind of got that sense of ‘okay, if I can talk to a room full of
strangers, I can have a little discussion with my family’.... So I've been able to tackle really difficult situations umm with a bit
more confidence, and a bit more removed because I feel like I’'ve been able to maybe deal with things umm in a different way,
on my terms, wasn’t forced into doing that but I’ve been able to have conversations I couldn’t have had previously”
(Participant 4)
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“Just being comfortable as a human... hiding things is just not a comfortable place to be and you do that- you walk through
life doing that because you worry about judgement, you worry about stigma, you worry about the things that people attach to
you and assume about you based on their, their own ignorance... So it teaches you to be like that, especially when you're a
child and you don’t get to voice that and I never had the chance to really talk about that, that you- that’s the way your brain
then is always and until something maybe like this happens, until all of a sudden you get a chance to share it and offload it and
this has become... a way of offloading it... its helped change a hell of a lot for me psychologically definitely ” (Participant 4)

“I think just being able to process it and talk about it with the team has made me- it’s kind of broken the shame of it a lot, you
know?” (Participant 5)

Feeling “And they’re grateful for it...and it’s just satisfying to make sure- cos I felt lonely I don’t want others to feel lonely”
Valued (Participant 1)
“People were constantly coming up to me and consultants and other professionals and they were like ‘oh my god I'm really
sorry I was crying listening to your story’ and I'm like ‘ohhh god’ and they were like ‘no’” (Participant 2)
“I think yeah, it does make you think like something must be going somewhere if people are coming up approaching me and
things like that” (Participant 2)
“It’s been umm probably the best thing I’ve ever done umm in terms of how its helped people” (Participant 4)
“I’'m very proud... its uhh a bit mad when I think about it... sometimes its mindblowing... it does help to think back on what
we've achieved but yeah its uhh sometimes I have to pinch myself” (Participant 4)
“When we got there all our names were set out and stuff and it was really professional, yeah it was good yeah ” (Participant 6)
Social Empowerment
Changing “l used to go there and they used to be, umm, quite — I thought they were being quite rude and stuff like that. So I would be
Dynamics rude and whatnot back. And | thought they wasn 't listening to the patients. Umm. But since getting involved with
with [organisation] and stuff like that, ummm, I managed to find out that a) they 're just nurses and b) they re doing their job and
Healthcare it’s not the nurses fault that [ can’t get an insulin pump, it’s down to the consultant and this and that. Umm. But I used to miss

Professionals

appointments and stuff and now I go to them every time ” (Participant 1)
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“Cos my diabetes team know I do things for charities | guess, or they know that I do stuff, I guess they look after me better |
guess. Cos they know if I don’t I could get them in trouble, maybe? But I feel like- that’s what I feel like because I know people
won't be able to change insulin pumps every year and stuff like that whereas I was allowed to... I just feel like my diabetes
team know that I do all this stuff and I'm on the [panel name] so they look after me very well. Umm whereas I’ve spoken to
people that go to the same hospital as me that are on insulin pumps and they feel like they re not getting the support that they
need and stuff like that and I'm like ‘ohh, but they 're really lovely to me’ and stuff like this, and they re like ‘well they ’re not
supporting me’ and I'm like ‘that’s strange that they re not getting the support and I am’” (Participant 1)

“Another thing I've learnt as well through all of this cos I was quite a ‘I want this, [ want that, I want this’ and they were like
‘well you can’t’ and then that’s when we just went bang together proper logger heads and then I’d get upset and emotional
and then like ‘no I'm not coming ever again’ *laughs* like ‘no one’s listening to me’. They were, [ wasn't listening to them. So
1 think that’s- even though it may sound like they weren’t listening, I think that’s when I've kind of like checked in and been
like ‘ooh I've not listened to them, that’s what it is, that’s what the issue is here’ uhh and it is- and my relationship with my
team is 100% better... like I'm not one to apologise if I knew I was in the wrong either so I have turned round and said ‘I'm
very sorry, | was- ‘ uhh, something that I'm not gonna repeat online for you but like on my behalf, like they 're trying to do their
job and being as caring as possible and there’s me being a moany teenager because I’'m not getting my way but they can see
that too. They don 't want someone sticking themselves with 4 needles a day or more uhh but all they could do was help and
advice which uhh I think that’s another- that’s the area I've been building up on- I'm seeing all areas now of umm healthcare
professionals and their emotional side of things ” (Participant 2)

“So it wasn’t directly that one time, but it was talking more openly about those experiences and then wanting more experiences
whether it be with healthcare professionals or talking with other people with lived experience, but then it allowed me to have
the confidence to ask for an insulin pump umm and at the time the answer was no... but then working through that, you know,
proving that I could check my blood sugars so many times a day that you need to for pump therapy, all of this- Umm but it
allowed me then to have the confidence to say ‘actually, no this is what I want, I will- this is what I will’ you know, the hoops
you have to jump through umm and that’s the best thing I’ve done as well " (Participant 3)

“Maybe made me a bit more confident when I go into my meetings with my healthcare team, which is interesting cos I've
always- | always had a bit of a stand-off relationship with my healthcare professionals for quite a long time... ... The
relationship you build up then for those appointments is always just ‘oh bloody hell, don 't really want to go today, just gonna
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be talking about me, gonna be in there for- * feels like a telling- feels like you 're gonna get told off really. That’s what it felt
like for a long time. Umm [pause] but almost like, by doing the sharing bit more, | almost went in there with a different
attitude, it changed, and were like ‘they need to start seeing me as a person’ and that only came about from me going- being
more open and talking about myself umm say to them, like almost to say to them ‘it’s just a number, why are we so focused on
it? There’s so much else going well for me, this one number umm et cetera is not the be all and end all’. Umm but [pause] it
took a long way to get to that, big time... But I wouldn’t have come to that decision unless I felt more confident about me and
what | was up to” (Participant 4)

“I have a lot of respect for healthcare professionals and diabetes teams... I’ve realised that they re not just checking up on
you and gonna wag their finger at you when your numbers are bad, you know? Umm they genuinely care- well at least my
team do. They genuinely care about the person and it’s not just about treating a patient... I've learnt that they re not just doing
their job ” (Participant 5)

Building a
Community

“It’s also given me the confidence then, so if [ see people at events that are sitting on their own or something, I've got good
group networks so I know like most people if I go to diabetes events I've got people | can sit with. But some people might not
have. So | look around the room and if | see people without anybody ill call them over to join us and stuff like that. So yeah, its
given me a lot of boost of confidence just so I can make friends then and help those that need it (Participant 1)

“Oh, I suppose that’s something I’'ve seen about myself as well like, knowing that I'm not alone. No matter where I am, who
I’'m with, I'm not alone” (Participant 2)

“That experience of just having three hours of free time and realised we all sat in the bar talking about type 1 diabetes, was so
powerful and its having those accidental experiences sometimes where it’s not diabetes that leads, it’s the other stuff that 1inks
to the diabetes. That'’s really really powerful... you know that peer support element was huge” (Participant 3)

“Very quickly I realised through sort of online community stuff that there was lots of other people like me... it made it cooler
to live with type 1 diabetes... you felt like you were more on trend with other people and then you realise that there’s other
people like you and yeah, it makes- it just makes it so much easier ” (Participant 4)

“It’s made me realise I'm not as isolated as I felt umm because the whole education and peer support stuff is uhh its opened
me up into a completely new world that other people feel what | feel and they think what | think and they experience what |
experience and I’d never come across that before? (Participant 5)
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“Yeah, it was good. It’s good to know there’s other people that’s diabetic, so it was nice that there was a group of us that were
all diabetic ” (Participant 6)

Empowerment over Condition Management

Learning

“It’s trying to get me to accept it as well. I was just completely in denial that I’ve got this forever, it’s not nice for someone to
hear. But you do- people need that realisation and umm and I didn’t really understand what kind of- well | knew you could go
blind, lose limbs or blah blah blah umm but from a young age- even though it’s not nice for someone to hear, I did digest in
that conference that people- children need to learn about coping mechanisms...so it’s getting a better understanding, even
though sometimes it’s not nice people need it. They need to be able to make sure that ‘I'm gonna be good with my bad times,
but I'm gonna have my bad times’” (Participant 2)

“[ think that’s been the biggest thing with me is understanding diabetes more, being able to respect diabetes more cos
unfortunately it [pause] *sigh* you have to accept it to move on” (Participant 2)

“It’s changed the way I look at diabetes and the way [ manage it... I've realised diabetes care is way more holistic than just the
physical” (Participant 5)

“It’s nice to be involved and even though I like just sitting there and listening its good though cos you gain loads of knowledge
and it is good ” (Participant 6)

“It really just made me realise cos also there’s other people in these films, it wasn’t just me, it was clips from other people’s
experiences... and you know, they were all fine. And it just made me think ‘there’s no reason for you not to be doing what you
used to do’ you know. So seeing their experiences and that they sort of carried on helped. Yeah so it was good. It was nice”
(Participant 7)

“I hadn’t accepted my diagnosis and I knew I wasn’t looking after myself...So when the filming ended and I started to talk to
umm the nurse in the hospital about how | was feeling and stuff, and just started to get things out there a little bit, and then
start- and then that helped me then you know, start to accept it...I actually realised how much I hadn’t accepted what had
happened. Do you know what I mean? So that really got me down, it really did make me realise like ‘you haven’t accepted this
at all’. So really, the filming and everything it all just sort of came at the right time, and it all just kind of meshed into one
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really and then I just, I just came out of it and I just accepted it and I’'m fine now. But at that time it was, it was tough you
know? ” (Participant 7)

Motivating
Improved
Self-
Management

“When I became type 1 diabetic I uhh, I started having anxiety. I wouldn’t go out, I was too scared to go places in case my
sugars would drop low and stuff like that. But since getting involved with [organisation] and other charities it’s given me that
confidence to go to like [location] on my own and stuff like that. So without them charities helping me and supporting me,
umm by putting me on the [panel name] panel, and other people that work in [organisation] via social media umm, pushing
me to do things then, yeah, | would of been still stuck in this box room ” (Participant 1)

“I don’t really feel there has been in like a negative way... I don’t think there’s been an expectation, its- and if it has it’s been
a welcomed expectation of like this is what- this is a good place to be ” (Participant 3)

“There can be like that pressure that we mentioned earlier, of like ‘oh no umm if I struggle myself then does that mean I won’t
be able to do this anymore?’ umm there’s that kind of inner conflict.” (Participant 5)

“That’s really motivated me to stay well cos I know that I have to be well to be involved in it. So umm although that can’t be
the only reason that I keep recovering, it’s been a major motivation for me umm because- [ didn 't realise until I started doing
umm like peer support and joining peer support groups and doing the healthcare professional education that I loved it so
much until | started ” (Participant 5)

“Probably for the week after. It makes you think of like everything in perspective really and seeing everybody with the freestyle
libres and the older ladies and stuff it makes you think like ‘oh yeah you can live a longer life and everything will be fine’ but
yeah | think I very much just go back into my normal life... So like yeah it gives me the boost to like try and get things in
check” (Participant 6)

“So once the filming started and I was more in touch with my team at the hospital that’s when all of this, the ball started
rolling with all of this. They helped me- gave me the options that would make life easier for me and that sort of thing. So with
those two changes as well that really made a difference... Yeah, so | saw the specialist during filming, when she put my mind at
ease about the exercising and that sort of thing, umm and then she put me in touch with my team at another part of the hospital
to talk about umm a pump and stuff” (Participant 7)

Exploring
New
Technologies

“When | started getting engaged, then | wanted to change my treatment which has worked for the better ” (Participant 1)
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“And it’s been great to see a couple of young people that I've put forward for things, when they come back and say ‘oh my
hbalc is now like coming down’ or they 've gone on to a pump therapy. That’s something I’ve noticed quite a lot as well...
they engage in different treatment which they wouldn’t of before... I certainly did and that’s something I've seen, or I've had
feedback from young people as well that 've wanted to engage in pump therapy which was not a conversation they’d of had

previous as well ” (Participant 3)

“Wearing a CGM or having a pump means that you are constantly different... The CGM is my first step so | wear a CGM on
my arm and having that on my arm is a sign that | 'm different but it makes a huge huge difference to my management so I'm

quite happy to accept that ” (Participant 4)
Activating Further Involvement

“That is why I want to become a [healthcare professional] myself umm cos I do wanna prevent it” (Participant 2)

“So like I said, its opened far more doors which, has that impacted then on me continuing to feel in a good place with my diabetes because its
continuing that confidence, it wasn 't just one isolated thing I did I reflected on it and moved on and that motivation kind of went down after a

while” (Participant 3)

“It’s only ever been a good thing. I just feel its opened doors and continued to help me manage my condition, or help me gain skills, or help
me gain perspective, or help me gain reflections. You know, they 're all pretty positive things really” (Participant 3)

“There should be more... cos like- well the only ones I’ve been invited to are very set apart, like I don’t even know how long ago it was that we
went to [event] but I don’t- I assume that there’s hundreds of diabetics that they 're choosing between for each thing. But like more regular

things would be nice” (Participant 6)
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