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IRNAuthors

The IRN is made up of over 40 people. There was a smaller group wh
worked on this easy read report. Their names are on this page.
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Note on the Words We Usen this Report

—
i - -

The Inclusive Research Network has talk
a lot about the words we use to tell peopl
about our work.

One of the terms that is used often in
LNBfFYyR A& WLIS2LX S
RAAIFIOATAORDPQ ¢CKAE |
easy to read.

In talksbythe IRN\WS 2 F (G Sy &l
YSYO0SNBEQ RN OPASSIaTY
refer tothe people who are part of the IRN
In this report we agreed to use the term
WAa-BR®B20 1S4aQ GKSYy ¢
the IRN members with disabilities.

Many services in Ireland have agreed on
new terms to use. For exampleome
AaSNWAOSa y29 aleée Wi
20KSNA alé WwWLIS2LX S
YSSRaDQ

When the IRN is applying for funding we
have to explain who is part of the team in
way that & easy for review panels to gras

We came up with four optionsf words we
could use to describe who we are
1. People with intellectual disabilities
2. People with learning difficulties
3. Pemle with cognitive impairments
4. People with learninglisabilities
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2 S al AR KBy 2gedple With W
intellectual disabilitieSbecause everyone i
the IRN cannot say this easily.

2 S &l A Rhe Us¢ @DLISIZ2LI S
f SEFNYAY3I RAFTFAOAA G
the IRN did not want to bknked to the
G§SNY WRAFTFAOdZ QP ¢
a bad way.

2 S &l A Rhe Us¢ @DLISIZ2LI S
O23AYAUAGDS A YawlinxhRIRS
heard of this term and did not know what
meant.

IRN members were not keen on any of th
choices. Since we need to have a way to
people who we are, in the end IRN
YSYOSNBR alFAR WwWesSaQ
RA &l 0 Xeé drdish aucOndore than
what this label says about us.

We arebrothersandsisters, aunts and
uncles,sons and daughtersesearchers
colleaguesworkers,authors, film
makers Irish Citizens, Olympathletes,
lobbyists, friends

We will keep talking about thiOne daywe
hope that wecan stop usinghese labels.

3| Page



Why we wrote thisreport

When research teams are made up of
members who are selidvocates with
learning disabilities, their supporters
from services and academic supporter
is called Inclusive Research.

More people around the world are doir
research this way

In the pas people with learning
disabilitieswere left out of research
teams and were only seen as people
who could take part in a project.

But there are things about inclusive
research that raise questions about the
strength and quality of studies done th
way.

For example, some people wonder if
teams that claim be inclusive are not
really treatingpeople with learning
disabilitiesas equépartners.
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Others are not sure that people with
learning disabilitiegan really be
research leaders.

The IRN wanted to reply to these key
iIssues as we think about how we work
together.

The Inclusive Research Network in

Ireland started back in 2008. We have
completed 5 big research projects, give
talks about our work in local services, i
Irish meetings and in many places acir(
Europe.

To get easy read reports of all our

projects yau can click on this link:
http://www.fedvol.ie/Inclusive Research Network
IRN/Default.241 .html
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We have also worked hard to change
laws in Ireland that were not fair to
people with disabilities.

For examplewe wrote letters and did
talks about the Sexual Offences Act ar
the Assisted Decision Making (Legal
Capacity) Act.

The IRN has deering group of self
advocates who sets the agenda and th
lead monthly meetings at sites around
Ireland.

Now that our works spans more than a
decade, we agreed that it was time to
take a close look at how we work
together. We wanted to notevhat we
do well and where we can get better alf
working together.

To do this we gathered up many pape
These included our 5 easy read report;
looked at slides from 11 research
workshoys, went over 5 research
handbooks, over 40 meeting agendas
and meeting notes, and one formal
letter to government.

6| Page



Even though most of these files were |
easy read text, there were so many of
them that we needed help to get them
all sorted.

Gemma Diaz Garolera, a PhD student
from Spain, was visiting the IRN in
autumn 2017. She agreed to work with
Edurne Garcia hrte to organise all the
papers into one big table. They used
excel software to manage all the detail
about the IRN for the past 10 years.

Edurne and Gemma could see many
ways to arrange all these IRN papers.
Since we are a research group, they
createda table that had a place for
details about each stage of research:
setting research question, choosing ha
to answer the question, getting ethics
approval, collecting data, finding
answers, writing up reports, and sharin
our projects with others.

Edune, Gemma and Nanayall
academic supporters read through the
big excel table and talked about what
each of them saw as key points to brin
to the IRN members.

At a monthly meetind.2 IRN members
choseto be part of the working groufo
write this easy read report.
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Edurne met witithe IRN working group
for this report She told them what othe
researchers say about working in an
inclusive way

Christine Melanie

The group talked about the work of
Christine Bigby in 2014 and Melanie
Nind in 2016. The papers by Christine,
Melanie and their caauthors arecited at
the end of this report.

The working group had a long talk abo
what kind of team the Inclusive Resgch
Network is.

The IRN members said that we are a
group where seladvocates make all thq
key choices about how we work.

Smaller groups worked between IRN
meetings in person or over skype to
agree the wordingn the report They
also agreed ompictures to help explain
the words.

After a long talk the IRN working groug
agreed on key pointdPlease read on to
see some of the big things that took
place over the past 10 years with the
IRN.
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