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The best way to engage with our community is...

•	 As researchers, get to know the community first, before any research 
project. Understand the community before you ‘walk through the door’.

•	 Go to existing and established meetings and groups. For example,  
Suffolk People First in Suffolk. 

•	 Build up relationships over time. You need to do the groundwork first. 
•	 Engage with organisations that already support people with a learning 

disability and/or autism.
•	 Through ‘point of interest’. For example, if you’re study is about young 

mothers, liaise with local anti-natal services. 
•	 Find the ‘point of trust’. For example, a Learning Disability Liaison Nurse. 
•	 Talk to other researchers who have done it well before. For example, 

the Innovation Team at Mid and South Essex Foundation Trust who 
worked on the ‘oVRcome’ project, recruiting participants with a learning 
disabilities and creating easy-read information

•	 A stepped approach can often help. Slowly, carefully. Familiarise yourself 
with an organisation that supports people already and can support 
people to feel safe. 

•	 Be prepared to adapt. Consider different ways to engage with people. 
Shorter meetings, one to one conversations, or correspondence over text 
message. 

•	 Invest in the necessary support to facilitate quality engagement. For 
example, ensuring a screen or projector to share visual material or budget 
for support worker/carer input. 

•	 Work alongside an organisation with communication/information 
expertise. For example, read and watch material that is specifically 
targeted to this community. 

•	 Try to make sure there is consistency in all elements of your engagement. 
Be clear with the research purpose, aims, and limitations.
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https://www.aceanglia.com/suffolk-people-first-3/
https://www.mse.nhs.uk/innovation-at-mse
https://indd.adobe.com/view/98df9d7e-1ba0-4e97-bfb1-4311398f1aaf
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Activities that work best are...

•	 Face to face and online can both be easy for people and both have 
benefits and drawbacks. 

•	 Acknowledge that it is harder to read body language and body language 
means a lot.

•	 Face to face meetings have can more easily have a social element, and 
that can be really important to some people. 

•	 Meetings with a social element, with activity embedded into this can 
work well. People with a learning disability remember the things they like 
and enjoy. 

•	 You have to make it easy for people to ‘come to you’ e.g. research 
environment. People with a learning disability might find this exciting, but 
travel can be difficult. 

•	 Taxis, support and travel costs can be significant. 
•	 Consider creating a local ‘research interest group’ for people with a 

learning disability? This could ‘go out’ to communities as well as invite 
people in. 

•	 Be mindful of the size of group, (both face to face and online). Too many 
people is overwhelming for some people. 

•	 A lot of people with a learning disability do like to talk and need to be 
heard. If the design of the meeting (online or face to face) doesn’t allow 
for open discussion then it can be difficult. Go to an expert facilitator to 
help support the design of a successful meeting. 

•	 People can get bored (during online meetings especially) – is online ‘just a 
good as?’ It probably isn’t.

•	 People with Learning Disabilities often have other needs (e.g. physical, 
sensory), so be mindful of that. But don’t over focus as this can feel a bit 
clinical. 

•	 If working with a large group, consider splitting up meetings or events 
into smaller chunks on different days. This will mean people can still be 
involved, and fit research activity around their schedule. 
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What do you need to consider?

•	 If a project has multiple meetings, for example, it’s good to have a set day 
and time for people.

•	 Often, people do not like having too much to do. Be acutely aware when 
activities are over demanding. 

•	 Do things slowly, plan forward.
•	 People with learning disabilities do not like surprises when it comes to 

meetings and events. People need time to think, process and plan. 
•	 Late afternoons and evenings are not a good idea. Typically, the working 

day might finish at 4pm.
•	 Perhaps mid-morning is the best time to host activity.
•	 Be aware of support organisations’ ability to support people at certain 

times of day. For example, care providers’ staff shift changes may make 
arranging meetings and events much more difficult. As much as this 
shouldn’t impact people’s ability to join things, it can impact.

•	 Often people have regular commitments. Making a choice to do 
something ‘different’ is sometimes met with reluctance. 

•	 People’s diaries are often full. Deviating from a regular routine can be 
difficult for some. 

•	 Much of public transport is inaccessible, so you may need to factor in 
costs for taxis. 

•	 People like being rewarded and told their contributions are valuable.  
Set out with the intention of rewarding participants. 

•	 There needs to be a continuing reinforcement of the intention of the  
research. This is what we’re doing, this is why we’re doing it, this is what 
we are hoping to find out. By definition, people have a need for repeated 
communication… Researchers need to build in this extra time into their 
projects. 



R
ES

EA

RCH ENGAGEM
EN

T

•
N

E
T W O R

K
•R . E . N

Does the researcher need to describe their research  
and the purpose of engagement simply and accessibly?

•	 The primary need is for accessible information. Information needs to land 
with the audience. 

•	 ‘Translating’ existing materials to be accessible. Co-produce with  
experts-by-experience. 

•	 Consider different ‘levels’ of information. For example, plain English,  
easy-read, video, animation, audio recordings and imagery.

•	 Consider having somebody alongside the researcher with a lived 
experience to be a project champion or peer researcher. 

•	 Think about how communication is set out visually. Imagery is very 
important and can be ‘read’ by people. Images help people with a lower 
literacy levels. 

•	 Break up information and instruction wherever possible. 

•	 Easy-read Materials: How Can They Be Used to Support Research 
Inclusion

•	 Cut out the floral language. Be assertive with instruction. For example, ‘I 
will do this’, ‘we will do this’, ‘this is what we expect from you’.

Skills and resources needed from researchers, to successfully 
deliver research opportunities to our community...

•	 If you have specifically identified a group, all of whom have a learning 
disability and/or Autism you should personalise your design. 

•	 You need a good communicator – if you’re not one yourself, buy one in! 

•	 Style of communication has to be unfussy and clear. Clear instruction 
works well. Dependable, definite, but respectful…

https://indd.adobe.com/view/1dab2174-5de6-4bc4-b24d-becc283cd835
https://indd.adobe.com/view/1dab2174-5de6-4bc4-b24d-becc283cd835
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Any particular barriers that our community might face that 
need to be considered...

•	 Co-producing accessible information to support health literacy  
This guide is about how to create and use accessible information to 
support health literacy. 

•	 Working Together Fairly 
This essay from the British Science Association talks about some of the 
barriers people face, and how to mitigate them. 

•	 The digital world offers a lot of opportunity for many people…

•	 Don’t be shy of the digital workspace as long as you adapt things 
appropriately. 

•	 Ensure there is support pre, during, and post any research activity.

•	 There can often be physical barriers. New venues can be daunting.  
Often people assume that things won’t be accessible. 

•	 Visual stories can help people to plan and navigate through new 
environments.

Anything else researchers need to be made  
aware of about engaging with our community?

•	 Just do it! 

•	 Be brave.

We would like to express  
our gratitude to Thinklusive 
for their collaboration with 
their communities in the 
development of this  
research guidance leaflet. 

 www.thinklusive.org

https://understandingpatientdata.org.uk/sites/default/files/2022-11/Co-producing%20accessible%20information%20to%20support%20health%20literacy.pdf
https://www.britishscienceassociation.org/Handlers/Download.ashx?IDMF=2632e518-0760-48b6-a7e0-5b605a5fe357
https://static1.squarespace.com/static/5ffc4af42522a50c649b6eb8/t/65284a2edf71d07f2e8799f8/1697139248836/SPILL+Visual+Stories+-+The+Hold.pdf

