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Diabetes in people with a 

learning disability

Children with Down Syndrome are four 

times at increased risk of developing 

T1DM due to the trisomy of genes on 

chromosome 21 and increased defects of the 

immune system (Aslam et al 2022)

T2DM is reported to be 2-3 times higher in 

adults with a learning disability compared 

to the general population (McVilly et al 2014, 

MacRea et al. 2014)

Reasons include: poorer lifestyle factors 

(diet, restricted physical activity, 

sedentary behaviour, medication, obesity), 

lack of access to health 

promotion/screening (Emerson & Hatton, 

2013; Taggart & Cousins, 2014)

Diabetes in adults with a learning 

disability occurs at an earlier age and are

2.6 times more likely to be hospitalized 

thereby making the management of this 

condition more complex (Taggart et al 2013; 

Balogh et al 2015; Aslam et al 2022)
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Management of 

diabetes in people 

with a learning 

disability

Taggart et al (2013) within N Ireland reported that 

individuals with a learning disability were found to 

have poor glycaemic control, were statistically 

more likely to have T2DM and be younger and be 

obese

Results also illustrate that the inter/national 

standards for good diabetes management were 

only partially being met (Shireman et al 2010; 

Taggart et al 2013; Balgoh et al 2015)

Brown et al (2017) in the UK interviewed learning

disability and diabetes nurses and reported that 

there was an identified need for initial and ongoing 

diabetes education for staff, family carers and 

service users

People with a learning disability and T2DM were not 

routinely offered structured education to self-

manage their condition (Slowie et al 2010; Taggart 

et al 2014; Tripp et al 2015; Brown et al in 2017) 

despite this being identified by NICE guidelines 

(2003) as ‘best practice’ 



DESMOND

DESMOND stands for 'Diabetes Education 

and Self Management for Ongoing and Newly Diagnosed‘

More simply...

• It’s a way of finding out more about Type 2 diabetes

• It’s a resource to help people manage the changes diabetes will bring to their 

lives (self-manage)

• It’s an opportunity to meet and share experiences with others

• DESMOND is a family of education modules 



DESMOND Programme

Skinner TC et al. Patient Education and Counselling 2006;64:369-377



Diabetes UK Grant (2015-17)

Adapt DESMOND for adults with 

a learning disability and T2D

Feasibility RCT



Making Reasonable 

Adjustments to the  

DESMOND education 

programme for adults 

with a learning 

disability

Heterogeneity / Different learning styles 

• Level of learning disability (borderline, mild, 

moderate and severe / profound)

• Cognitive deficits / processing information / re-

call / re-appraisals of beliefs and behaviours 

• Communications difficulties / comprehension / 

acquiescence

• Low levels of literacy skills and different learning 

skills 

• Engagement with family and paid carers / or lack 

of this 

• Variation in supports provided to monitor Hb1Ac, 

aid with managing a healthy diet, exercising / 

becoming less sedentary, medication 

compliance, eye examinations, foot care, etc. 



DESMOND-ID education programme for adults 

with a learning disability and T2DM:

MAKING REASONABLE ADJUSTMENTS 

A 7-week education programme, 2½hrs each, plus two 
booster sessions, for approx. 6-8 adults with a learning 
disability & T2D 

1st session held only for family member/carer/partner/friend 
to prepare them for their role

Held in a health centre/day centre, community centre, 
church hall

Delivered by a trained health professional in learning 
disability and a DESMOND lay educator (trained in the 
DESMOND-ID programme). 

Cost of transport paid for adults if needed

Adults with a learning disability offered a £10 voucher each 
time they complete the data collection  



Making Reasonable 

Adjustments to the  

DESMOND education 

programme for adults 

with a learning disability

• Time (7 x sessions plus 2 booster sessions)

• Core concepts simplified 

• Pictorial representations (visual, photos, 

pictures, symbols)

• Repetitious learning / interactive sessions

• Development of skills / developing ‘self-

efficacy’

• Support for carers, partner or friend (education 

of carers; 1 session)

• Health action plans / goal setting

• Celebration and fun



DAY 1 DAY 2 DAY 3 DAY 4 DAY 5 DAY 6
Welcome and 

introduction

(25 mins)

Welcome back

(20 mins)

Welcome back

(20 mins)

Welcome back

(20 mins)

Welcome back

(20 mins)

Welcome back

(20 mins)

My story with 

diabetes (part 1)

(15 mins)

My story with 

diabetes (part 2)

(15 mins)

Knowing what your 

blood sugar levels 

mean

(35 mins)

Heart and circulation 

problems: what can I 

do to keep healthy 

(part 1)

(40 mins)

Food and fats

(35 mins)

Diabetes health action 

plan: what will I work 

on?

(35 mins)

My body and 

diabetes

(20mins)

What diabetes 

does to your body?

(25 mins)

Break 

(15 mins)

Break 

(15 mins)

Break

(15 mins)

Break 

(15 mins)

Break 

(15 mins)

Break

(15 mins)

Being active

(40 mins)

Other diabetes 

health problems: what 

can I do to keep 

healthy (part 2)

(35 mins)

Making healthier 

food choices

(40 mins)

Keeping my plan going

(35 mins)

What is diabetes?

(35mins)

Food and blood 

sugar

(35 mins)

What did I learn 

today?

(10 mins)

What did I learn 

today?

(10 mins)

What did I learn 

today?

(10 mins)

Important questions and 

celebration of 

achievement

(15 mins)

What did I learn 

today and 

preparing for next 

week?

(10 mins)

What did I learn 

today and 

preparing for next 

week?

(10 mins)

What did I learn 

today and 

preparing for next 

week?

(10 mins)

What did I learn 

today and preparing 

for next week?

(10 mins)

What did I learn 

today and 

preparing for next 

week?

(10 mins)

2 hours 2 hours 2 hours 2 hours 2 hours 2 hours





Learning from research 

Identifying Challenges 

& Solutions 

Individual Factors: Heterogeneity, Co-
morbidities, Persons’ ability to read/write, 
Use of Self-Report Measures  

Design Factors: Funder, Ethics, Capacity 
to Consent, Recruitment, Randomisation, 
Burden 

System/Organisational Factors: 
Funding, Staff as Gatekeepers, 
Commitment from Staff, Staffs’ Research 
Understanding, Fidelity of Intervention 

Solutions: Making Reasonable 
Adjustments, Inclusive Research, Working 
with our Partners, Recruitment Strategy, 



NIHR HTA Open Call / Cost £2.3m 

Completed a Diabetes UK feasibility RCT 

earlier (Taggart et al 2017) / tried and 

tested the methodology / intervention 

Track record / Team Assembled / 

published papers 

Work with DESMOND Centre, Leicester 

Three Sites (N Ireland, Scotland, & 

England): N = 450

Funder Issues: 

- Able to recruit participants

- PPI Involvement 



My Diabetes and Me Study

• AIM: The clinical and cost-effectiveness of the DESMOND-ID 

diabetes education programme for adults with LD and T2D

• Funder: NIHR HTA

• Time: 45-month RCT

• Where: N Ireland, Scotland and England

• Ethics obtained / Research Governance obtained



RCT Design: Norfolk and Essex

• Who: 44-48 adults with mild/mod learning disability and T2D, living 

in the community, can give consent, communication skills, (need to 

identify & approach approx. 100-140) in each site

• Support: Where possible the person with learning can bring a 

family member / carer / partner / friend to support, it’s the persons 

choice 

• Where: Norfolk and Essex

• When: Identification and Recruitment: Jan – April 24

• Data collection: We will collect bloods (Hb1Ac, cholesterol, lipids), 

BMI, T2D beliefs and depression data at baseline and 6 and 12-

months follow-up (£10 voucher)

• Intervention delivered in May – June 24 (flexibility) 





• They will not receive the DESMOND-ID education programme

• The will receive usual care plus a book

➢ What is diabetes?

➢ Symptoms

➢ Management

➢ Hypoglycaemia

➢ Hyperglycaemia

➢ Insulin

➢ Diet

➢ Exercise

➢ Complications

➢ Eye Care

➢ Foot Care

➢ Annual Check up

Control Group



Action

• Identify potential adults with a mild/moderate learning disability with 

Type 2 diabetes 

• CLDN; LD housing; LD charities; GP practices; and Social Media 

• E-mail: Dr Rosie Kelly (r.kelly@ulster.ac.uk) and the CRNs at each 

site

• When the person returns a positive reply slip/e-mail, then the 

research team will contact the person to obtain consent and collect 

baseline date

mailto:r.kelly@ulster.ac.uk


Questions 
l.taggart@ulster.ac.uk)

mailto:l.taggart@ulster.ac.uk
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