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Define Inclusive Research
Reflect on its history, and what it has achieved 
Consider some fundamental questions it 
raises about the nature  of intellectual 
disabilities
Inspire and inform!



How far can the  environment be changed to 
reduce barriers experienced by people with 
intellectual disabilities?
Is inclusive research about  enabling people to 
be real researchers ?
Can inclusive research remedy the real 
disadvantages experienced by people with 
intellectual disabilities?



Inclusive Research
Walmlsey and Johnson 2003



From passive beneficiaries or objects of study to 
the people who frame the questions

Defined in 2003 as:
A term which embraces participatory and 

emancipatory approaches to research



Owned (not necessarily initiated) by people 
with intellectual disabilities
Furthers the interests of disabled people, 
researchers on the side of people with 
intellectual disabilities
Collaborative
People with intellectual disabilities exercise 
control over process and outcomes
Outputs are accessible



Person led research is research started and 
controlled by people who have learning 
difficulties
Rejected research is where people with 
learning difficulties are not part of the 
research when it is about them... Where they 
are not completely included they are rejected
Townson et al 2004 page 73



Now
People with intellectual 

disabilities help decide 
the questions, and 
methods

People with intellectual 
disabilities do research

Accessible reports

Then (pre 1980s)
Researchers decided on 
the questions to ask, 
and the methods
People with intellectual 
disabilities were the 
objects of research
Reports not accessible



Edgerton, Cloak of Competence 
1966

Atkinson and Williams, Know Me 
As I Am  1990



From this
Class Leavesden Hospital, Hertfordhsire,England. 1960s



To this
Grundtvig Partnership Work Group in Iceland



Inclusive Research
Where it came from

Participatory Action 
Research

Normalisation valued 
social roles

Social model -reducing 
barriers
Co Production  -changing 
professionals from 
relievers to enablers



Draws on W. R. Deming:
If you can't describe what you are doing as a 
process, you don't know what you're doing.

A theory of change lays out assumptions 
about the nature of a social problem, what 
its solution is and how particular action 
will lead to the solution



Assumption about the nature of the 
problem

Communities know what they need but 
lack the resources to address their 
problems through research

Intervention Researchers support communities to 
define what matters to them, find brave 
new paths , solutions which fit their 
context

Expected Outcomes Practical solutions to people s real 
problems
Skilled people in communities

Success Measures Increased Capacity in communities and 
groups to identify and tackle problems of 
real concern



Assumption about the nature of the 
problem

Labelling leads to societal devaluation, 
denial of access to valued social roles

Intervention Involvement in research provides valued 
social roles in valued settings with valued 
people

Expected outcomes Increased social value for people with 
intellectual disabilities, both participants, 
and as role models for others

Success Measures Societal perceptions of people with 
intellectual disabilities change



Assumption about the nature of the 
problem

Disablement is the result of barriers in 
society  - to full participation, 
citizenship, and inclusion

Intervention Change in the social relations of research 
production. Disabled people in charge of 
research, deciding the questions, 
designing the process, receiving  and 
using the results

Expected outcome Research that is framed around disabled 
people s concerns, finding solutions 
which reduce barriers to participation and 
inclusion

Success Measures Fewer barriers, greater inclusion



Assumption about the nature of the 
problem

People are the most important resource 
for health and care, but professionals  do 
unto, rather than work in partnership to 
release potential

Intervention Research partnerships between 
professionals and people who need to use 
services to research real needs people 
have of professional support

Expected Outcomes Service users empowered, professional 
roles changed from relieving to enabling

Success Measures Professionals as enablers
Improved service outcomes
Lower costs



Practising Inclusive History: Moving on from 
nothing about us without us
Research Partnerships between 
Organisations
Funders
Back to Basics: Research and empowerment



http://www.open.ac.uk/hsc/ldsite/

http://www.open.ac.uk/hsc/ldsite/


To encourage historians, researchers and people with learning 
difficulties to work together on the history of learning 
disability

To develop methods of historical inquiry that combine oral 
history, biography and archive research

To find ways and means of making history available and 
accessible to all who are interested

To make links between the history of learning disability and 
broader social policies.



Families, History and Learning Difficulties
9th and 10th July 2009 The Open University, Milton Keynes



The Conference

Topics will include:
The life stories of people with 
learning difficulties, focussing on 
relationships with their families
The ways in which support 
provided by, and for, families 
has changed over the past fifty 
years
Families acting as advocates
Experiences of found families
Hidden families
Issues of loss or rejection
The relationships between 
families and institutions

People with learning difficulties, 
families, academics and researchers 
will introduce
discussions on the theme of Families, 
History and Learning Difficulties .





I want t o t ell you my lif e st or y. 
I have had har d t imes and good t imes. I 
am a sur vivor of inst it ut ions. I t is 
impor t ant t o hear my st or y t o st op t hings 
like people having t o live in hospit al 
happening again. 
I have done well in my lif e because I have 
always wor ked har d and always kept 
t r ying.



the caring was not done by family members for 
their intellectually disabled children or siblings, 
but rather a distinct pattern has emerged of the 
storytellers caring for other family members due 
to bereavement, illness, physical impairment and 
other reasons. A second and related theme is 
that of the sense of loss and unhappiness felt by 
these carers when forced into residential care 
themselves, when their usefulness as carers for 
other family members had passed.



Including people with 
higher support needs

Sue Ledger, Research 
Student, has 
combined interviews 
with  information 
from those in the 
person s network and 
mobile interviews to 
enable people with 
higher support needs 
and challenging 
behaviour to 
contribute to Life  
Maps like these



Support is a role that 
bridges the gap 
between what people 
want to be doing, and 
what they are rejected 
from doing by the way 
things are (Chapman 
and McNulty 2004 p.84)



Gloria Ferris with Muriel
A caring relationship for thirty years, which began in St Lawrence s  
Hospital




