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Logistics

British Sign Language (BSL) interpreting: Our 
BSL interpreters are spotlighted.

Real - time captions: Can be accessed by clicking 
ƒľģǌǭ77ǮǌĖƘƒƒŨŞǌþƒǌƒľģǌĖŨƒƒŨŝǌŨķǌƲŨƘƅǌƋėƅģģŞǌŨƅǌ
via the live captions link in the chat.

Slides, recording and transcript: To be posted 
on the Disability Inclusion in Research 
Collaboration (DIRECT) webpage . 

Technical difficulties: If you have technical 
difficulties, please email PPIBRC@Leeds.ac.uk .

DIRECT

Questions
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Agenda

ǘIntroduction

ǘUsing data to advance 
disability - inclusive research

ǘResearch cycle

ǘResearch and advisory 
workforce

ǘTake- home messages

ǘQuestions
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Introduction

Dr Anna Anderson, University of 
Leeds
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ÉŨŝģǌƄƘģƋƒŁŨŞƋǒǎ

ÅHow would you define disability?

ÅaŞǌƋƒƘĝŁģƋǌƲŨƘǮƅģǌķþŝŁŕŁþƅǌƬŁƒľǐ

ü What disability data have been 
collected?

ü What steps have helped or hindered 
inclusion of disabled people?

ÅWhat proportion of the research 
workforce do you think declare they are 
disabled or have a disability?
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êľŨǌĝŨǌƬģǌŝģþŞǌĖƲǌǭĝŁƋþĖŕģĝǌƂģŨƂŕģǮǕ

Options to consider:

ǘLegal definitions , 
such as the Equality 
Act (2010) definition

ǘConceptual 
approaches , such as 
the social model 
(Oliver, 1990)

Barrier

Barrier
Barrier

Barrier

Barrier

Social model

Barrier

Problem

Individual model
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Language choices

ǘDisability language preferences vary.

ǘǭ=ŁƋþĖŕģĝǌƂģŨƂŕģǮǌaligns with the social model.

ǘPeople who meet a specific definition of disability may not identify as 
disabled.

ǘPeople who identify as disabled may not have a formal diagnosis.

DIRECT

In practice, the choice of language should be determined by the 
people with lived experience being engaged.
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Current context

ǘAround 1 in 6 people worldwide 
experience disability (WHO, 2022). 

ǘDisabled people have valuable insights 
and skills to bring to health research 
but are often unjustly excluded. 

DIRECT

Explicit 
exclusion

Implicit 
exclusion

Wider barriers 
e.g. mistrust
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Why is action needed?

DIRECT

ǭǧǒǨǌģƫŁĝģŞėģ- based 
changes in healthcare may 
not be safe, effective, 
acceptable or accessible for 
disabled people, and so risk 
ŁŞėƅģþƋŁŞĸǌľģþŕƒľǌŁŞģƄƘŁƒŁģƋǎǮ

Anderson et al. (2025)

Reasons to improve inclusion:

ǘMoral and ethical

ǘLegal and human rights

ǘScientific

ǘHealth equity

ǘEconomic

ǘResearch funding
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Global call to action

DIRECT

ǘComment published in Nature 
Medicine (Anderson et al., 2025).

ǘCalls for multi - level actions to 
improve disability inclusion in health 
research.

ǘDeveloped by the Disability Inclusion 
in Research Collaboration (DIRECT).

ǘUnderpinned by the social and 
human rights models. 
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Key challenge areas

DIRECT
Anderson et al. (2025)

Outcomes Impact

Research 
and advisory 

workforce

Monitoring 
disability 
inclusion

Research 
cycle

Limited 
relevance, 

quality, and 
real - world 

applicability of 
research

Compounding 
of health 
inequities

Challenges
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Using Data to Advance 
Disability-Inclusive 

Research

bswenor@jhmi.edu

disabilityhealth.jhu.edu

Bonnielin Swenor, PhD, MPH

Director | Johns Hopkins Disability Health Research Center

Endowed Professor of Disability Health and Justice 

Johns Hopkins School of Nursing, Johns Hopkins Bloomberg 

School of Public Health, and Johns Hopkins School of Medicine



Data is power. 
Who counts depends on 

who is counted. 



Limited data on 
disabled 
academics & 
researchers

ÅAcademic literature is limited -
few studies focus on disabled 
researchers.

ÅDisabled people are 
underrepresented in research 
fields.

ÅThere are challenges to 
ômeasuringõ disability



Limited 
representation 
in academia & 
research

Country or 

Region

% Academics with 

disabilities

US 9% academic workforce

UK 8% academic staff

Canada 7% of academics

Australia 0% of senior leaders

Japan Limited data

South Africa Limited data

India Limited data

Latin America Limited data

US NSF. NCSES. 2021.

UK HESA. 2026.

Statistics Canada. 2019.

Australia: ADCET. 2022.



Using data to drive change:
An example from the U.S.



<3% of the U.S. STEM 
workforce report 

having a disability: 
The only group without improved 

representation over the past 
10 years. 

NSF. NCSES. 2021.



<2% of research U.S. investigators report having 
a disability

Swenor et al. Plos One. 2020.

NSF Merit Review Process Report. 2019



Disabled scientists earn less

Castro et al. Nature Hum Behav. 2023.



Qualitative Data: Barriers to research careers
ñIôve never had a mentor with a disabilityéò

òSometimes I think thereôs a perception 

that researchers/academics with 

disabilities, especially those that disclose 

their disabilities, are only óadvocatesôéò

ά¢ƘŜ ǇŀƴŘŜƳƛŎ ƎŀǾŜ ƳŜ ǘƘŜ 
accommodations the institution 

ǿƻǳƭŘƴΩǘΧέ

ñItôs ridiculous that Iôm regularly 

the only disabled person in a room, 

group, etc. focused on the study of 

people with disabilities.ò

òThe whole problem with academia 

is it presumes that youôre able to put 

in a 60-hour week.ò

Castro et al. PlosOne. 2024.



a health disparity population



Global 

Progress
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Research cycle
Jasjot Maggo, University of 
Otago, New Zealand
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