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The study

What’s the research about?
https://www.diversityindiabetes.org.uk

— we focused on children living with

. : t‘O de.ve'cfp an 5 ~ jj diabetes from UK minority families (e.g. Black
intervention that improves blood British, Black African, South Asian, British

glucose control and I‘Ed.uces risk Pakistani, British Caribbean) and families living in
of long-term complications? multiply deprived places.
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Why diversity?
Why an intervention) National report 2021/22: Care

processes and outcomes —
extended analysis
https://www.rcpch.ac.uk

NPDA National report 2021/22: Care processes and outcomes
NPDA National report 2021/22: Care processes and outcomes
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has directly asked diverse minority children, young
people and families living in the UK with childhood diabetes to describe
their lives, experiences and to tell their stories.

set out to visit and talk with diverse
minority children, young people and families living with childhood
diabetes:
- to hear their voices and stories and to try to understand and learn about
their own lived experience with childhood diabetes
- to work together to develop an intervention package, to attend to the
treatment outcome gap, and lead to better HbAlc outcomes.
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Systematic &
Ethnographic Reviews
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Litchfield et al. International Journal for Equity in Health (2023) 22:188 International Journal for Eqmty
https://doi.org/10.1186/512939-023-01976-6
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Developments in the designh and delivery of self-management
support for childre
narrative synthesis DIABETIC DIiABETES UK

KNOW DIABETES. FIGHT DIARETES.

lan Litchfield g2 Timothy Barret
Sabi Redwood, Aidan Searle, Sui

SYSTEMATIC REVIEW & Open Access (& (@
First published: 28 December 2C

Views of children with diabetes from underserved
communities, and their families on diabetes, glycaemic
control and healthcare provision: A qualitative evidence
synthesis

Theresa H. Moore &% Sarah Dawson, Jessica Wheeler, Julian Hamilton-Shield, Timothy G. Barrett,
Sabi Redwood, lan Litchfield, Sheila M. Greenfield, Aidan Searle ... See all authors ~

First published: 13 August 2023 | https://doi.org/10.1111/dme.15197
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COMB is a framework for understanding and changing
behaviour that states that capability (C), opportunity (O)

and motivation (M) are necessary and sufficient for any
behaviour (B) to occur. It allows you to identify individual
components of an intervention.

Michie S, van Stralen MM, West R. The behaviour change wheel: a new
method for characterising and designing behaviour change interventions.
Implement Sci. 2011 Apr 23;6:42. doi: 10.1186/1748-5908-6-42. PMID:
21513547; PMC3096582.
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The interview study design

DIVERSITY

IN DIABETES

Children’s diabetes Research team
clinical teams

Audio-record semi-structured
in-depth interview with
parent, child or young person
Complete ‘consent separately or together.
to contact’...
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A\ Phase 1. Inductive Thematic Analysis - coding, interpreting, constructing
themes -

O
Dlv ERS 'T Y Critical realist philosophical perspective -

IN DIABETES

May, C. R., Eton, D. T., Boehmer, et al. (2014).
BMC health services research, 14, 1-11.

How the move from doctor delivered care to l I !
. . iy Agency Opportunity
patient self management incurs additional (General Potential) € (Constrains Agency)
burdens on patient which is less favourable socio- ].
economic environments may add to burden |—> s
Agency)
Figure 1 Mobilizing capacity. Y
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Interviews = 43

Participants = 69

Age of CYPD

< 10 years 9

10-15 years 25

16-19 years 9

1. UK minority heritage or white (IMD 1 or 2)

Black British /Black African 14

British Asian /South Asian /Pakistani 11

British Caribbean 4

Brazilian 1

Mixed heritage 3

White (IMD score 1 or 2) 10

Gender of CYPD

Male 15

Female 28

Gender of parents

Male 7

Female 19

IMD score (CYPD postcode)

1 or 2 (two most deprived deciles) 30 \
Interview with o
Child or young person only 11 (DR DIVERS‘TY
Child or young person plus parent 21 P (N GIABETES
Parent(s) only 10
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Thematic analysis
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Internal barriers: Fed up, not prioritising diabetes, wanting to forget |

| Parent: ”She:Tl go out and she knows what she’s doing, she’s v;w Smaﬂ. But Iithir;k
there’s like a sort of a denial thing where sometimes she just might be out with her |
friends and you know, it’s just like oh yeah, I’'m not that bothered and just decides to |

put it to the back of [her] head...” ‘

“ Young person: “I| don’t just decide...but | do forget a lot.”

Relational barriers: Assertiveness, understanding, community
support and appropriate adaptations

I was checking my blood sugar and the teacher was like a supply teacher,
and he was really, really annoyed at me ‘cause | had my head on the desk
and... | wasn't doing anything and I’'d done all my work. | don't know why
he was mad at me, but he was like really angry at me and then | was
checking my blood sugar and he got super mad..... And then the teacher
came up to me and he was asking me — he was telling me that | was
supposed to be in isolation and then | told him that the teacher thought I

was on my phone and then he just took it off me...

NHS|

National Institute for
Health Research
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Clinical barriers: diabetes team relationships, communication about
diabetes management, HbAlc and clinical support options

They [Diabetes Consultants] feel very condescending, even now, they
feel very condescending like | know nothing, and | feel like it always felt
like that, so having a consultant who treated me as an equal really
helped me understand it.

He’d (consultant) be saying your basal rates, your this, your that, your
whatever and I'm like seven years old or ten years old, | didn’t know
what any of this means and I'd be forced to learn it quite in my face,
you know? So it was never an enjoyable experience because it was like
somebody was just talking to me in another language and expecting
me to understand everything they were saying,....
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search

Isolated Jlittle contact with others with

RELATIONAL NETWORK
Smallinsutar - CYPD plus oneawo
/ parents plus diabetes team input.

Type 1 diabetes OPPORTUNITY
Regular 3 monthly appointments with diabetes team, plus
ad hoc telephone support from the nursing team for all
AGENCY : CYPD. Diabetes teams have different HCP mix (e.g
; ntal trajectory: diabetes social/community/youth workers).
i A sensitive period for = Relatonal network Issues of communication/ language - CYPD family
: or neglect of i i
i feieam . may not fully understand what is available MDT /may
: < Aowcy: Opportuniy —§ misunderstand information. CYPD & family may struggie
L MuMplo pressures - social, ' p to communicate sensitive issues and concems.

m mw'w = Control over Sernce

limited. Harsh/blunt/condescending communication
impuisivity, dysreguiation. s received sensitively, especialy In context of addiional life

Can be physically unwell pressures, language issues, and cause distress/limit

L ) = whan quaiity and effectiveness of interactions.

g = 8 Afrer Moy et of, 2014 Burden of Treotment Theory Issues of access due to length/frequency of sessions
- time off work/school, in the context of long working
hours/iow income; multiple additional dependents - puts

CONTROL OVER SERVICE pressure on time for more effective communication or
Confident (typically) in diabetes clinic and In making adaitional clinic sessions.

use of ad hoc nursing tele support to address on-

going/arising address glucose control issues.

Low assertiveness where interactions with team / Key

unheipful, upsetting, distressing, or confusing.

's-’u"" Wmf OWNZ“S of ra:ctsmlclasslsm and Central figure “Treatment
Capacity to navigate the system to seek additional Mobilising Capacity” (after May
support impacted by multipie (work, family, heaith) life et al, 2014 Burden of Treatment
pressures and language issues. Theory

Relevant findings from Diversity
in Diabetes interview study
Individual level

e Community level

sl Individual and community level
pummms Diabetes clinic level
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Did Burden of treatment theory change the interventions we had begun to see
as relevant? No

But it did strengthen and deepen our understanding of why these interventions
might be helpful and by zooming out, we could see more clearly some of the
specific threats to our diverse minority population, in terms of development and
agency, relational networks and strains, clinical practices and communication
issues.
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Online modifiedDelphi consultation National insttute for
survey
Health care professional working in paediatric diabetesrvices across
four UK regional children’s di a

A To identify promising strategies generated through
systematic/integrative reviews and qualitative study in WP1

A To capture panel members’ previous experience and learning

A To rank strategies so they can feed into intervention development
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Survey one

Who to target (high HbA1lc)

How to intervene (more staff outside
clinic)

Person-centred/solutions

Acceptance of diabetes and
communication (ACT )

Parental and family attitudes
(education, financial, CGMS conflicts)

Issues related to poverty and
disadvantage (clinic funds for laptops,
mobiles)

Survey 2

A Peer support programme: joint
programme with DUK ideal

A Health and Wellbeing or life coaching
felt should be integrated into clinic
team

A Family support worker and/or youth
worker: Internal to team

A Clinic ethos: poverty proofing, ‘Bridge
the Gap’

A Additional clinic sessions: NO

NHS|

National Institute for
Health Research
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APEASE
Acceptability, Practicability, Effectiveness,
Affordability, Spill-Over Effects, Equity)




Flow diagram of co-development process in 3 Phases.

PHASE 1

Quantitative CQualitative Qualitative
reviews: Design of Evidence interviews
diabetes Syrthesis: Views CYPD /Families:
managsmeant of CYPD fFamilies Burden of
support From minority Trea
groups "
PHASE 2 l
COM-B
CAPABILITY, DPPORTUNITY, MOTIVATIOMN
BEHAVIOUR
PHASE 3 '
Focus Group / HCP Survey x2 APEASE Criteria:
Consultation Stakeholder and Acceptability
partner consultations
YPAG w1 Practicali
CYPDix 2 Equity

Families x 2

.

4 Intervention elements:

1. Peer support
2, Life coaching

3: Family support worker
4. Clinic athos
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Individual Level

- Addressing barriers to diabetes management at the level
of the individual. Holistic — attending to the whole life,
including inner life — and ability to balance and attend to
diabetes management. CYPD and family experiences,
feelings, thoughts, beliefs are the focus and how these
relate to diabetes management and your whole life. Can
work directly with CYPD, or for younger children with
parents of CYPD.

Community Level

Working to support family life life/everyday life and
positive communication/relationships that impact on
diabetes management Talking through everyday
concerns, identifying important issues, taking positive
action. Work with CYPD and family to support
communication and support in school, clinic, other
services or wider community. Work as an advocate/ally,
to support self-advocacy and increase the effectiveness
of the support attained in everyday life

Clinic Level

Working with the clinical team to address issues relevant
to communication, cultural competence and sensitivity in
the clinic and availability (and communication of
availability) of appropriate one to one and group sessions
for CYPD and families

Life coach (CYPD 10 years plus)

- Helping to understand diabetes in the context of whole life and to prioritise and balance
diabetes management effectively, while taking care of the whole person. - Addressing underlying
blocks and barriers to good self-care, and developmental transitions.

Peer support work (CYPD and families)

- Peer led issues, facilitated groups, sharing experiences of technology use, dealing with everyday issues,
fears, experiences at school, clinic, or in family, gaining confidence in self-advocacy and articulation of
concerns and issues, Also social, addressing isolation.

Diabetes community/ family/ youth or social worker
(CYPD and families)

Working with CYPD and families to understand issues and concerns. Support to attend to
everyday life pressures, including family tensions. Advocacy work, helping young person and
family to get appropriate adaptations, working with schools, attending to clinical relationships,
housing, benefits, social network building

Community workers may be purposively selected and trained from same heritage community.

Additional diabetes clinic sessions (HCPs)

e.g. introducing new technology, increasing family confidence in new technology/technology
changes. Bringing together CYPD with experience with those without; Gl food; transitions.

Focus on the nature of the clinic
Make the clinic a positive, constructive, judgement-free space, focused on good communication,

understanding. Extra time where English is an additional language or interpreters are needed
Positive. constructive, solution focused and supportive, empathetic responding

National Institute for
Health Research
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Intervention level 1: Individual ealtd isasrch

Focus: the young person with Type 1 diabetes — your experiences, feelings, thoughts, beliefs, and how these relate
to your diabetes self-care and your whole life and self-care in general.

Peer support Life-coach

* Peer-led issues (young people decide

what want to focus on and when) Life coach to work with young person

- . on whole life issues - feelings,
Facilitated groups (an experienced experiences and the underlying blocks
facilitator helps to make group and barriers to good self-care.

discussions flow comfortably) Helping young person to prioritise and

Or 1:1 mentoring (age / experience also balance your diabetes self-care
related) with other life concerns.

e.g. Sharing experiences of tech use, Practising ways to manage awkward
dealing with everyday issues, fears, and annoying situations in protective
experiences at school, clinic, or with ways.

amily/parent relationships and tensions,
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Peer support work

Peer-led issues - young people with Type 1 diabetes decide what to focus on and when.
Sharing experiences, learning, difficulties:
Latest tech, moving to different kinds of tech
Everyday issues, experiences, challenges and how to handle them
Addressing fears for the future, answering questions about the future
Experiences at school, orin the clinic
Family issues/parent relationships and tensions
Different age groups, different issues
Dip in and out as relevant

Facilitated groups - with an experienced facilitator to help make group discussions flow
comfortably

1:1 mentoring— with support and training in mentoringrole
Clinic can refer but run outside of clinic— e.g. by Diabetes UK Youth Leadership Programme.

NHS

National Institute for
Health Research




Diabetes life-coach

Working directly with young person (one to one)
Around 6-12 sessions
Work to re-prioritise diabetes self-care when fed-up/forgetful or in denial
Exploring routines, habits and rhythms of life and diabetes care
Addressing underlying blocks and barriers to good self-care
Steps to making new strategies, building new habits

% Going deeper than is usually possible in the clinic - coaching/counselling style

% Focus on life transitions or when young people feel stuck
« Addressing irritations and underlying issues that get in the way of managing diabetes

+ Addressing fears about the future consequences of diabetes and life impact

National Institute for
Health Research

ehcap

aboutehcap  e-books

all emotions are ok




Intervention level 2: family and school, clinic and community relationships
Focus: Family life/community life and positive communication/relationships (independent of clinic

services?)

e.g. communication and support in school, clinic, other services or wider community- to enhance inter-
relations and enhance the support you and your family get in your everyday lives.

NHS|

National Institute for
Health Research

M XY Community Worker

*  Work with parents and child/young person
to understand issues and concerns.

Advocacy work (working with agencies to
improve their understanding and to be
more sensitive and supportive, and with
family and young person to self-advocate).

* Supporting positive communication

Helping the young person, family and

agencies to get the best support from the
clinic, school, other available resources and
benefits as needed.
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Diabetes community worker

An ally (we considered being independent of clinic - rejected)
Working with family and young person and support agencies
Focus on positive communication and advocacy/self-advocacy
Supporting communication within family

Supporting communication with school

Supporting communication with clinic

Supporting communication with other services

% Positive action to address social environment and inter-relationships to improve everyday life and experiences
that impact on diabetes self-care

Addressing barriers to diabetes self-care that are because of an unhelpful/unsupportive environment
Addressing concerns that are not being talked about — for whatever reasons

Help to get the support young people / families need in everyday life.
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Intervention level 3: The clinic
Focus: Clinic awareness, sensitivity and interventions offered
e.g. what the clinic offers as part of treatment package and the ethos of communication in the clinic

Focus on the ethos of
the clinic

Work with diabetes service team to
help the clinic to:

* Be apositive, judgement free,
constructive space

Increase awareness and
understanding of diverse cultures,
and issues of race and class,
health literacy and sensitivity to
different lifestyles and choices.

NHS

National Institute for
Health Research




DIDs - Aims & Objectives

The overall aim is to determine the feasibility of providing a complex intervention package
to CYPD from underserved groups from a tertiary care-based setting. The objectives of the
feasibility study are:

* To demonstrate ability of sites to appoint and train staff to deliver the complex
intervention

* To demonstrate that recruitment of CYPD to the trial is possible

* To demonstrate that participants and their parent or guardians engage in the
intervention over a six-month period

* To identify issues relating to the recruitment, co-ordination and fidelity of delivery of
the planned intervention, and refine the intervention where needed. This aspect of the
study will be based on qualitative interviews from staff delivering the intervention to
participants and their parents or guardians
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e Element 1 Referring CYPD into a structured peer support programme, and working
with Diabetes UK Youth Coordinators to support engagement

¢ Element 2 Health and Wellbeing life coaching: to bring in health and wellbeing coach
training or providers to work with participants and their families.

¢ Element 3 To address gaps in their current provision of support (e.g. via a dedicated
youth /family/community worker.

o Element 4 Local healthcare practitioners will be invited to take part in quality
assurance work, including ‘poverty proofing’ online training, and a 45-minute online
Diversity in Diabetes ‘what matters most to children and young people from diverse
backgrounds’ feed-in session, which explains the intervention and the role of the clinic
in delivery.

INHS |
National Institute for g
Health Research §
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* Studydesign:

This study is a pragmatic, prospective, single arm, non-randomised feasibility
study of the delivery of a package of interventions with an embedded qualitative
process evaluation.

* Patient group:
36 children and young people with Type 1 diabetes who are from a typically
underserved population

* Setting:
Two NHS hospitals in England providing paediatric diabetic services (Leicester and
Nottingham).
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Eligibility White UK ethnicity Eligibility UK minority ethnicity

Inclusion Criteria

Parent or guardian willing to consent and participant to assent (if participant is Inclusion Criteria

under 16 completed years or lacks capacity to consent themselves) or participant Parent or guardian willing to consent and participant to assent (if participant is

willing and able to consent (16 years and over) under 16 completed years or lacks capacity to consent themselves) or participant

AND willing and able to consent (16 years and over)

*  White UK ethnicity
AND

* Clinical diagnosis of type 1 diabetes of more than 12 months
* UK minority ethnicity, other than white
* Age 5-19 completed years at time of enrolment

* Resident in index of multiple deprivation area deciles 1 and 2 * Clinical diagnosis of type 1 diabetes of more than 12 months

* In receipt of free school meals (or who used to receive free school meals, *  Age 5-19 completed years at time of enrolment
and/or has a sibling who receives free school meals)

NHS |

National Institute for
Health Research
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Four Criteria: Health Research

1. Sites can appoint a community liaison worker who receives
suitable induction by the research team

2. Each centre can recruit eligible participants to target (aim is for
18 CYPD each from the two sites)

3. At least 80% of participants are still engaged with the
intervention 6 months after commencement.

4. Atleast 70% of CYPD and their families receive the relevant
component/components of the intervention package
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With participants

To explore their views and experiences of the recruitment approach, barriers and
facilitators to participation, and acceptability of proposed additional support

With healthcare professionals delivering the intervention:

To explore their views and experiences of recruitment, perceived barriers and
facilitators, equipoise, appropriateness and acceptability of treatment allocations,
and perceptions of trial processes

By virtual semi-structured interviews (both groups), and written feedback
(participants)
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Study overview

wp1 NHS|

Work package 1: Survey of existing evidence (qualitative and < ot inal Institute for
survey of existing ethnographic) < Health Research
evidence - 18 mo R . &
Investigation of burden of treatment on “at risk’ g
groups: Birmingham and Bristol 13 WP2 WP3
. - - = Mo 14
Work package 2: Identify preferences Intervention co- S
intervention for behaviour change: designed with PPI s ~ Mo 18
development - 6 mo Birmingham, Bristol panel g
€ |mo2s g
Work package 3: Write protocols Feasibility assessment:
feasibility assessment and submit to Leicester and _§ B
- 17 mo ethics Nottingham g
. |
Work package 4: Substantial Internal pilot: 10 centres 38
cluster randomized amendment recruit then randomized :
controlled trial with to intervention/SOC 5
internal pilot - 35 mo §
Remaining 20 centres recruit; centres z
randomized to intervention/SOC
Final analysis = i | Mo 60

Funded by

NIHR 5

UOB Open
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DIABETES UK

KNOW DIABETES. FIGHT DIABETES.

Charlotte Austin
(previously Diabetes UK)

William McKinnon BCTU
Patricia Shaw BCTU
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