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Where to start
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INVOLEMENT PRINCIPLES



Where to start:
Begin thinking about these key things: 

Existing evidence Sample size and data capture: Target audience

Timings/budget/resourceWhy do you want to involve people with 
lived experience?



The Involvement Ladder

•

•

•



Barriers and solutions

There are many barriers that we all face when doing involvement. These 

barriers should not stop you for doing involvement, they are simply things to 

work around and overcome. There is no dodging these barriers and they 

need to be faced head on. Consider what barriers you might face and the 

best ways to deal with them. 

We have shared some solutions for common considerations to involvement 

on the next page, contact us for a more comprehensive look at barriers and 

solutions.

What are the barriers to involvement 
and how are they overcome 



Barriers and solutions
Barrier Notes Solutions

Time

•

•

Costs

•

•

•

•

Recrutiment

•

Accessibility

•

•



KNOW YOUR INVOLVEMENT TOOLS



Involvement methods

Insight gathering

•

•

•

Collaborative working
•

•

•
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INVOLVEMENT tools: Ways to gather feedback

Photo journey

Video diary/Vlog
Peer to peer interviews

Volunteers/Health watch

Online chat forum
e.g. Whatsapp/ 
Facebook groups

Interviews

Comments box + 
online version

Journaling/Blogging

Anecdotal feedback

Presentations sharing 
lived experience

Informal chats

Phone calls

Zoom/Teams

Meetings/Focus GroupsSurveys
Artwork/prose/poetry



SURVEY DESIGN



SURVEY DESIGN: key principles

1. Define the purpose of the survey

2. Involve people with lived experience in 
the survey design process

3. Define your target audience

4. Choose most appropriate methodology 

5. Test with the target audience

6. Ask good questions



SURVEY DESIGN QUESTIONS:
Quality questions lead to quality data and quality improvements : 

Keep it short and simple Speak their languageUSE RESPONSE SCALES 
WHERE POSSIBLE

Open vs closed questions
•

•

Make them actionable to lead to 
improvement based on their experiences



FOCUS GROUPS



Focus Groups 
•

•



Preparing Focus Groups
•

•

•

•

•

•

•



Running Focus Groups
•

•

•

•

•



Analysing Focus Groups



FINDING PARTICIPANTS



Think about the barriers

Finding participants checklist

Define who is your target group:
•

•

•

•

•

•

Consider representation and diversity:
•

•

•

•

•

How to find respondents: don’t do it alone
• : 

•

•

•

•

•

•

•

•

•

•

•
Checkout our top tips for 
diversity in involvement!



Top Tips for Diversity in Involvement 

1 Make your goals clear

2 Use existing evidence

3 BE SPECIFIC

4 IMAGINE SUCCESS

5 Be confident

Build in time & budget      
for involvement

7 Where will you engage

8 Always provide feedback

6



engaging with people 
impacted by diabetes
• Tips for Engaging in person
• What diabetes UK offer: We CAN help and we 

Represent you
• Regional and national contact details
• Diabetes Lived experience advisory committee (dLEA)
• Diabetes Communities in action (ciA)



engaging with people impacted by diabetes in person 
Building relationships and interacting:
• Sharing what we do at Diabetes UK: 

• Be honest and open: 

• It’s okay if you don’t know it all: 

• Medical advice: 

• Discussing experiences can be an emotional conversation: 

• Share information about the Lived Experience Groups they can join:                                     



Can Diabetes UK help me?        we  CAN
Call Us Advice online Near me 

Why Should I support Diabetes uk?     We            resentREP
Research

•

•

•

Education and Advocacy
•

•

People
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Southeast Coast and London
Get in touch

email: SECoastAndLondon@diabetes.org.uk

Call: 01372 720 148

NORTH OF ENGLAND
Get in touch

email: north@diabetes.org.uk

call: 019925 653281

MIDLANDS AND EAST OF ENGLAND
Get in touch

email: midlands@diabetes.org.uk or

eastern@diabetes.org.uk

call: 01902 916444

SOUTHWEST AND SOUTH CENTRAL
Get in touch

email: south.west@diabetes.org.uk  

call: 01823 448260

DIABETES UK NORTHERN IRELAND
Get in touch

email: n.ireland@diabetes.org.uk

call: 028 9066 6646

DIABETES UK SCOTLAND
Get in touch

email: scotland@diabetes.org.uk

call: 0141 245 6380

DIABETES UK CYMRU
Get in touch

email: wales@diabetes.org.uk   

call: 029 2066 8276
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USEFUL 
RESOURCES
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Diabetes Lived Experience 
Advisory Committee (DLEA)

Diabetes Lived Experience Advisory Committee | 
Diabetes UK

https://www.diabetes.org.uk/get_involved/volunteer/diabetes-lived-experience-advisory-committee


ABOUT DLEA
•

•

•

•

• We are improving diversity: starting with young adults, people with type 2 diabetes and 

people from Black Caribbean, Black African and South Asian Backgrounds. 

• Also looking to reach LGBTQI+ communities, those at risk of diabetes, other types of 

diabetes, neurodivergent people and many more!

• Improving the volunteer experience with training, peer support & more opportunities for 

involvement 



How to get involved

.

"This is a great opportunity to empower 
others, to share knowledge and provide 
courage for people within the diabetes 

community. I wanted to help others live 
a better life, I became a member so I 

could make a difference." 

QUOTE FROM A MEMBER OF DLEA

https://volunteer.diabetes.org.uk/opportunities/45869-diabetes-lived-experience-advisory-committee-member-2023-04-05
mailto:involvement@diabetes.org.uk


Aims of the group

•

•

•

•

What is it? Why are we doing this?

YOUR EXPERIENCES.
YOUR EXPERTISE.
WORKING TOGETHER FOR CHANGE.

https://www.diabetes.org.uk/get_involved/diabetes-communities-in-action


Keeping in touch & Assemble
IMPACT newsletter

Monthly Round up emailTargeted email requests

Drop-in sessionsASSEMBLE

https://www.diabetes.org.uk/get_involved/volunteer/assemble


How people join

Diabetes Communities 
in Action | Diabetes UK

POSTER & LEAFLETS TO SHARE

SIGN UP ONLINE:

https://www.diabetes.org.uk/get_involved/diabetes-communities-in-action


Involvement request PROCESS

mailto:cia.requests@diabetes.org.uk


Incentives
People impacted by diabetes are experts by experience and 
deserve to have that expertise acknowledged. 

How much to pay?
•

•

•

•

•

•

•

Other ways to incentivise
•

•

•

•

•

•

https://www.diabetes.org.uk/get_involved/diabetes-communities-in-action


DON’T FORGET TO FEEDBACK! “Closing the loop is really important. If 
you are involved in a focus group, 
complete a survey, or take part in 
anyway, you want to know the outputs, 
outcomes and impact of what you have 
contributed to.” Diabetes CiA MemberWhat feedback should you provide participants?

Acknowledgement and thank you:

Outcomes:

Progress of project:

Impact:



Top tips
2. Doesn’t have to be perfect.
Try different methods and choose 

the right level for your project. There 

is not right way.

1. Plan involvement 
from the start.                   
It needs to be embedded 

not an afterthought.

3. Be ready to share
control.                         
Involvement can be 

unpredictable, embrace it 

and allow the power shift.  

4. Share impact and ask them 
for feedback.
Respectful to acknowledge 

contributions and share results. 

Feedback is an opportunity to learn.



Top tips 5. Choose the right methodology
• For the project

• For the participant(s) and their needs 

There is no one way to do involvement. Try 

different things and offer choice and flexibility.

6. Think about diversity and representation
Partnership working and community engagement is 

key. One size doesn’t fit all: know your audience and 

let that guide how you engage them.



Contact us

involvement@diabetes.org.uk

CIA.REQUESTS@DIABETES.ORG.UK

mailto:involvement@diabetes.org.uk
mailto:CIA.REQUESTS@DIABETES.ORG.UK

