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Why Is research important?

AResearch helps us learn more about the world around us.

AResearch helps us identify problems and develop

solutions to those problems.

ATo improve our lives weeedto know how things work
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Why is including people with learning
disabllities in research important?

Learning Disability England

A We know what matterg what needsresearching and what needs to cha
A Much can be learned and gained from our voice and lived experience.

A We should be involved in developing the solutions to the issues that effe

our lives.

A Involvement in research teaches us new skills, confidence and improves self

esteem.



School for Public
Health Research
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Coming up with a research
guestion together

MAGDALENA MIKULAK, MATTY
PROTHERO AND COURTENAY BIRD
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What we will tell you about

Our Knowledge Partnership

How we worked with different groups of people with
learning disabilities to learn what matters to them

How we decided what our research will be about




Our Knowledge Partnership

This information is about the health of
people with learning disabilities.

f ? At the end of it, there is a question for you:
f o What should we find out more about?

Q v Tell us what you think.

o Here is the information to look at first:

In 2023 we got money to work together to
come up with research priorities about social
determinants of health

Researchers from four community organisations
and five universities worked together

We met with many different groups and had
many conversations with people with learning
disabilities around the country



Matty will give us an example:

Together with Alex Kaley | have been speaking
to people and attended meetings in the East
of England region

We met with  Opening Doors (People First
Norfolk), Suffolk People First, Ace Anglia and
the East of England regional NHS co -
production meeting




Some of the things people told us about

Housing and having a choice about where
to live.

Having enough money

Safety and felling unsafe in their local area




People also told us about:

Lack of power & people not being able to speak
up

Mental health and access to health

Wo mends h e aldlikkperiodssandé¢hs
menopause

How people are treated with a lack of respect
and dignity




We had many meetings. Some issues came up a lot.
These were:

1. Belonging

2. Feeling safe

3. How our neighbourhoods
are




Then the Knowledge Partnership met in Manchester.
Here are some pictures of us.




Day 1: We looked at previous research

Alex spoke about research about
belonging

Kate spoke about research on belonging in
neighborhoods

‘ Magdalena spoke about research about
Y @' being safe as a person with learning
foe ) disabilities




“If you only
eat one pizza
this year,

make sure it's

ﬁc.o Manca®
% { \ = (
», y S

In the evening,
we went out
for pizza




Day 2: We had two things we needed to decide:

What is our Research Question?

How shall we go about answering this
guestion?

Together we decided that our research
will be about belonging and difference




We are now doing the project together

NIHR | YR

Home About Research Impact Training News and events Public involvement Public health professionals

Show me how and where you belong: Belonging
and difference for people with learning

disabilities

Home > Research > Showme how and where you belong: Belongi

I:I:] Show me how and where you belong: Belonging and difference for people with learning disabilities

Research Team: Magdalena Mikulak, David Abbott, Kate Sykes, Jennie Popay, Alex Kaley, Chris
g,’._, Hatton, Kerry Martin (People First Dorset), Matty Prothero (Sunderland People First), Sirazj Nadat
(Changing Our Lives), Harvey Morgan and Courtenay Bird (Calderdale Self-Advocacy Network)

9 Who's involved: LiLaC, University of Bristol, Fuse, University of Essex, Manchester Metropolitan
University, University of Central Lancashire, Bradford Metropolitan District Council

a 01/09/2024-28/02/2026

Jo)

Learning Disability, Belonging & Difference


https://sphr.nihr.ac.uk/research/show-me-how-and-where-you-belong-belonging-and-difference-for-people-with-learning-disabilities/

Thank you for listening!
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Kingston
University

London

Building an
Inclusive
Research

Team

Kingston Hill
Campus

Welcome

Building an
Inclusive
Research

Team

Irene Tuffrey -Wijne

Professor of
Intellectual Disability
& Palliative Care
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Co-researching with people with learning
disabilities: an experience of involvement in
qualitative data analysis

Irene Tuffrey-Wijne RN PhD* and Gary Butlerf

*Research Fellow, Division of Mental Health, St George’s University of London, London, UK and fTraining and Research Advisor,
St George’s University of London, London, UK

2010

Abstract

Correspondence

Irene Tuffrey-Wijne

Division of Mental Health

St George’s University of London
Cranmer Terrace

London SW17 ORE

Background People with learning disabilities have been included in
research as co-researchers since the 1990s. However, there is limited
literature about the processes of involving people with learning
disabilities in the more intellectual and analytical stages of the
research process.
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The Research Assistant’s job

You will do research with people from universities.

ﬁ |

You will go to meetings.

($gg¥,) You will help to make
— sure that the study is

[ 4 easy to understand for
€, ———  people with learning

disabilities.

The person we are looking for

You can apply for the job if:

2019

You have a learning disability.

You have already done some research before, or you have had some
training in doing research.

You are good at telling people what you think.

You are good at listening to people.

VSIS SIS










Kingston
University
London

Learning

Disability

Research
Group

Who are we?

We are a group of people working and
studying at Kingston University in London.

We meet every month to talk about research.

Our research is about health and social care.

Irene and Richard chair the meetings. They
are researchers at the university.

Irene is a professor. Richard is a researcher
with learning disabilities.

Who can join the group?

You can join if you are interested in research
about health and social care that matters to
people with learning disabilities.

You can join if you:
e Have done research, OR
e Have not done research yet, but would
like to, OR
e Are justinterested in hearing about
research

We welcome:

People with learning disabilities

People working at the university

University students

People working in learning disability

services

Family and carers

e Anyone else — it doesn't matter who you
are, as long as you are interested!

We are interested in doing research that
MATTERS to people with learning disabilities.

We think that research should INCLUDE
people with learning disabilities.

We talk together about:
e Research we have done
Research we want to do
e How we can doresearch together with
people with learning disabilities

When are the meetings?

Every last Tuesday of the month.
We start at 12 o’clock and finish at 1 o’clock.

Where are the meetings?
We meet on Zoom.

Email Irene if you are interested in coming:

I.Tuffrey-Wijne@kingston.ac.uk







Finalist

Victoria and Stuart Project Research Assistantsg
Tammy Prescott Patient and Public Involvement Award

Congratulations, you're a finalist for This award is aimed at recognising, supporting and rewarding 2 O 2 5
The Learning Disability and Autism Leaders’ List 2024 best practice examples of using PPl in research or policy work.
In recognition of your outstanding work and taking a lead in your life. \U
Thank you for making a difference. Winner:
bl ol L el o ~ The Victoria and Stuart Project: Co-designing @
Dimensions UK Voluntary Organisations .
DisabittyGroupVoDG toolkit of approaches and resources for end-of-
¥ dimensions  wv.o ||f_e care plor_ml'ng WITh people w_n‘h learning
mpartnershipuith "V - MEEE disabilities within social care settings

The Victoria & Stuart Project

The National

( 7 Learning Disabilities
& Autism Awards

Kingston University
Awards 2023

2023




Kingston
University

London

|. Tuffrey-Wijne@kingston.ac.uk

End of life care planning

TOOLKIT

https://www.victoriaandstuart.com/

h [ IWwWw, Iproject.com


https://www.victoriaandstuart.com/
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