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Introduction

Welcome to the Our Social Lives Peer Research
Project

Co-produced research by ARC England, Learning
Disability England and Paradigm

« This was a co-produced peer research project that ran
throughout England in 2024/25.

|t was created by ARC England, in partnership with
Learning Disability England and Paradigm.

» Our Steering Group consisted mainly of experts by
experience.

Katle Peacock Christopher Porter

e Training for our peer researchers was co-produced and
co-delivered.



The Steering Group say:

How the project came about

The Our Lives project, which focuses on the social lives of adults with a
learning disability and autistic people, is a research project that ARC
conducted in partnership with Learning Disability England and Paradigm
and which was funded by the ARC England Research Unit and the RTR
Foundation (Raising The Roof).

The idea for the project, which was
led by and delivered by people with
lived experience, came from our
discussions with Sam Clark at
Learning Disability England.

Sam had been hearing from LDE
members that some of the social
activities that supported people
undertook before the pandemic
were no longer available to them
and she suggested to the
Research Unit that we should take
a closer look at this.

(From left) Clive Parry, Sam Clark,
Rod Landman, Christopher Porter,
Maddy, Katie Peacock

People with learning disabilities and autistic people interviewed peers
and people in their networks to find out whether they are able to do the
things that matter to them, how effectively they are supported to enjoy a



fulfilling social life and whether and how things have changed for them in
recent years.

This is the first project that the ARC England Research Unit has
undertaken that is fully led by people with lived experience, including
families and, as well as the research results themselves, much was
learned about how to make a project like this happen.

| am grateful to Sam Clark at Learning Disability England, Katie
Peacock, Christopher Porter and Sally Warren at Paradigm for all their
encouragement and support, to the RTR Foundation for helping to fund
the project and for the WIKI reporting tool and to the members of the
ARC Learning Disability and Autism Research Unit for funding the
project.

My biggest thank you goes to all the interviewers and the people who
supported them to complete the research.

Clive Parry, former ARC England Director



Scope and Methodology

Steering Group

e Learning Disability England recruited two people, Katie Peacock
and Christopher Porter, who then recruited Jenny Carter, Philip
Kelly and Kathy Liddell to form the Steering Group.

e The Steering Group met four times to prepare, analyse and report
on the findings of the survey.

Interviewers

o 25 interviewers, or ‘peer researchers’, were recruited for the
project from a wide variety of ARC England members, self-
advocacy organisations and elsewhere.

e Interviewers were paid for their time

Meeting with Interviewers

R

We held our first meeting with some of the project interviewers on 2nd July 2024 =D}

It felt like a good start, and we all felt very happy to be part of a great team.

Training

The training was co-produced with Jenny Carter from Together All Are
Able and was challenging and innovative. The trainee interviewers
worked hard to learn the skills and knowledge they needed to ask
people to talk about their social lives for the research.



The interview training created a pool of skilled researchers, some of
whom have gone on to use their skills and knowledge on other projects.
They would like to use their skills on new projects too.

ARC England is willing to share the training techniques and content we
created with anyone wishing to do similar work. Please contact Rod
(rod.landman@arcuk.org.uk), the Project Co-ordinator.

Teaching plan for interviewers»

Here you will find the teaching plan and the role play from the interviewers' training. We can also )
share the PowerPoint and teaching scenarios. Contact rod.landman@arcuk.org.uk.

Interviewing

o Consent Form«)»
e 25 peer researchers interviewed

109 of their peers. LoeKe
P Parediem  Consent Form

The Our Lives Research Project
e \We were able to record accurate

information from 88 people. We ' Hello!

tried to allow as much flexibility as B R
possible for interviewers and gr Peccle g ecning eciniy
interviewees in how information oo
was recorded. This meant that m
some information was sadly lost. . wmm
We would do it differently next

time. fokthe borse s crerght o

you. Then send it to us




Interview questions came from Reach Standard 8:
‘| choose how | am part of my community’

e The questions were converted into easy read by Paradigm.
e The interviews were transcribed which took 96 hours

e The longest document from one interviewer was 122 pages.

Using a Wiki in the Our Lives Project

As part of the Our Lives Our Lives» @
project, we used a

personal wiki - a Simple’ All you need for Findings and
secure and very accessible posee e e
type of website that is RESER et
developed collaboratively

and allows any user to add = . )
and edit content. | 3

Wikis are easy to build and ko ewers wo < Project
can include pictures, tomston| | ncoetin SRR
words, videos and sound, © Barggkor o "
so they are perfect for "6

people with a learning J@ ,@
disability creating a —

multimedia record of a .

project. R *{ ) @

The project management L///
team and members of the
Steering Group received

training from Rix, at the University of East London, on how to build
and use the wiki.

We learned that ‘wiki’ is Hawaiian for ‘quick’, and once we got used
to using the wiki, we could see exactly why.

Christopher became known as our ‘Wiki Master’ and kept it up to
date at every stage of the project.



At times we were anxious about accidentally deleting things, but the
more we used it, the more confident we became.

The wiki proved very helpful because as time went on and our
memories faded a little, we could look back and see exactly what
we had done. It holds photos, voice notes, documents and
reflections from the whole journey.

At the end of every meeting, Christopher reminded everyone that
“we need a photograph for the wiki”. It was such a quick and easy
way of recording who was there and what we agreed as we
recorded a summary of every meeting.

Another useful feature is being able to share different parts with
different people, with options for view-only access or editing rights.

All the documents from the project, along with everyone’s
suggestions, are being added to the wiki.

To learn more about having your own wiki visit:
https://www.rixinclusiveresearch.org/what-is-a-wiki



https://www.rixinclusiveresearch.org/what-is-a-wiki

Findings

About the Respondents

Ages

The youngest respondent was 18 years old and the oldest was
76. The majority of respondents were between 30 and 42 years

old.

What is your disability?

Disability Status

Learning disability

Learning disability and autism

Learning disability and physical disability
Autism

Not answered

No of responses
5 10 15 20 25

o

30

10



Where do you live?

Living Situation

Other/Not answered
25%
With family in the family

home
33%
Shared lives home 7’
2%
Supported living/shared
house
14%
In own home
26%
Who Do You Live With?
Shared Lives .
F d . .
Carers P Who You Live With
6%

Housemates
9%

Family
49%

On my own
33%

11



Gender

Non-binary

Not known
17%
~

2%

Woman
34%

Gender

Man
_A47%

12




Social Connections m
People

e Family and friends are the
most important people in
participants' lives.

e Lots of people see their family
every day, but distance and

busy schedules limit contact with extended family and
friends.

e People talked a lot about being
lonely, especially when
routines are disrupted or when

people lack access to social
groups.

e Phone calls, video chats, and WhatsApp are common
ways to stay connected.

13




o
Independence  chojce and Freedom oy

o) o

o Most people make their own decisions about going out
and returning home, though
some rely on family or support
workers.

o Flexibility in changing plans is
generally present, but some
feel pressure from others or
struggle with changes due to autism or anxiety.

o People living in shared or

supported housing often lack
private spaces or decisions
over visitors.

14



Support Systems P\

Or=>

) Family and personal assistants
(PAs) are the supports for social
activities and transport.

e Transport barriers (e.g. lack of accessible buses,
reliance on lifts) limit participation.

o Some people have no paid support and rely on informal
networks.

15



Hobbies and Interests

e Popular hobbies
include music, crafting,
walking, photography,
sports and gaming.

e Many enjoy community groups like discos, theatre and
advocacy sessions.

16




Safety

e Most people feel ﬁ_‘ﬁ_ﬂ'
safe in their
communities,
especially when accompanied by trusted people.

e Concerns include poor lighting, traffic and past
experiences of bullying or discrimination.

e Suggestions for improvement include more community
officers, better lighting and inclusive attitudes.

17



Barriers to Participation

Common barriers include:

¢ Money and transport
e Lack of accessible venues
e Limited support hours

e Health issues and fatigue

People wanted more opportunities, especially during
evenings and weekends.

18




Budgeting G
| T4

e Many people rely on family (especially mums) or support
workers to manage money.

e Direct payments and
benefits are used to fund
activities and support.

e Some people have difficulty
understanding money, and a
few mention needing help
from Citizens Advice or
similar services.

Work

19




Some people told us they want
to work, but are stopped by

e Stress
e Lack of support or
e Fear of losing benefits

19%
0_\

m Not in work
m In paidwork ¢

18% m Volunteering

63%

20




COVID Changed Our Lives Covid-19

During the COVID-19 Pandemic lots of
things changed:

e Routines changed

e There were cuts to funding
and some services closed

e People told us there were also
positive changes

21



What We Learned about Co-
Production and Interviewing

1. Co-production needs time and
trust.

e Working together properly means building good
relationships.

e Sometimes what people said didn’t match how they
acted.

e This shows it can be hard for some people to say
what they really think.

2. Feelings and needs matter.

e Some people talked about bad experiences as if they
were not a big deal.

e Interviewers did not always notice when someone felt
uncomfortable or just agreed to be polite.

3. Other people in the room can change answers.
e |f a care worker or family member was there, some

people tried to give answers that would make them
happy, instead of saying their real thoughts.

4. It was difficult to interview people in supported living
or living with family.

22



e These groups were harder to reach.
5. The interviews were helpful and positive for many
people.
e Some people felt confident to make changes in their
lives. A few even became interviewers themselves.
e Supporters also got new ideas about how to help.

6. People felt listened to.

e Most people enjoyed being asked about their lives
and liked knowing their voice was important

23



Where Next?

What happens next will be discussed and agreed at a webinar
on 10t December 2025. The details will then appear on this

page.

Aims (to be agreed with the community):

Share what we learned from the project, so what people said is
important is heard

Start to raise the importance of social lives, connections and
relationships amongst ARC England and Learning Disability
England members

Help share examples of what works or how people are having a
good social life to inspire others

Encourage everyone to act — we can all do something whoever we

are

Feedback from the Steering Group

Who Needs to Hear Us:

All individuals and participating organisations

Learning Disability England, ARC England, Paradigm Gr8
Support members

Integrated Care Boards (ICBs) and the Association of
Directors of Adult Social Services (ADASS)

Inclusion North/East NDTi NWDT etc.

Health and Adult Services/Commissioners

International Day of Disability 3™ December

Main messages

Families, friends, partners and opportunities to love and be loved
essential to leading not only good social life but wider fulfiiment.

24



Many people relying on paid services, some favourite groups etc
haven’t restarted since COVID and people are still waiting for this
to happen - will they restart?

Some solutions are simple and impact wider community, eg street
lighting, improved transport.

More self-advocacy groups, inclusion into wider community
groups, more inventive ways to meet others

Idea: A pop-up celebratory information launch toolkit /workshop
about the Our social Lives Project circulated to self-advocacy
organisations and others to be able to run their own session.

25



Thanks and Acknowledgements

Steering Group members

Christopher Porter
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Kathy Liddell
Katie Peacock

Interviewers

A big thank you to our interviewees who trusted our interviewers and
shared important and influential information.

Supporters of everyone involved

Exclusively Inclusive

A final word from Katie Peacock, Steering Group member

On the day Christopher, Sam and | attended an ARC meeting in Leeds
with Clive and Rod, Christopher and | came across this beautiful and
powerful quote painted around the Corn Exchange from Leeds-born
poet Ma Maposa.

It felt so relevant to this work.

Our past shapes our future.

Block by block we build firm foundations that turn into skyscrapers.
From humble beginnings, big ideas, visions turned into real life features.
We are the makers, we are the creators.

Dream big, surpass your margin.

It all stops when you stop moving, so keep on grinding.

Live how you dream, dream how you want to live.

You can, | can, we all can.

It all starts with your imagination.

Ma Maposa
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