Logistics

L A

British Sign Language (BSL) interpreting: Our Questions
BSL Interpreters are spotlighted. Join at:
Real - time captions: Can be accessed by clicking vevox.app
fronoe773nEKffUSNPpfnfl gnEUf D

via the live captions link in the chat. 179-519-560
Slides, recording and transcript; To be posted

on the Disabllity Inclusion In Research
Collaboration (DIRECT) webpage .

Technical difficulties: If you have technical
difficulties, please emaill PPIBRC@Leeds.ac.uk.
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https://medicinehealth.leeds.ac.uk/directory-record/1937/disability-inclusion-in-research-collaboration-direct
https://medicinehealth.leeds.ac.uk/directory-record/1937/disability-inclusion-in-research-collaboration-direct
mailto:PPIBRC@Leeds.ac.uk

e et o @@ DIRECT

NIHR

A global call to action
for disability inclusion
IN health research

Disability Inclusion in Research Collaboration
(DIRECT); NIHR Biomedical Research Centre:
Leeds; and NIHR HealthTech Research Centre:

Accelerated Surgical Care.

08/06/2026

2 4
% AR
Y. ”é}' (A
L5t




Agenda

V 4

Ulntroduction

Vd

UUsing data to advance
disability -inclusive research

V 4

UResearch cycle

Vd

UResearch and advisory
workforce

Vd

UTake- home messages

V 4

UQuestions

NIHR DIRECT




RS BRI

A
= Pm ‘m.lal..

s m‘ o ﬁw
o

&
"
A
.
5

ty of

Universi

Introduction
Dr Anna Anderson
Leeds

NIHR



AHow would you define disability?
AaSnadfKgtganLVUK3Ibgnkpstr
o What disablility data have been
collected?

u What steps have helped or hindered
Inclusion of disabled people?

AwWnhat proportion of the research
workforce do you think declare they are
disabled or have a disabllity?

NIHR | DIRECT S



Options to consider:

l"JLegaI definitions
such as the Equality
Act (2010) definition

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

NIHR | DIRECT
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Language choices

GDisabiIity language preferences vary.

0o =t dp EF ¢ g aljdghgvidtsthedsdeiail model.

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

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

4 ™
In practice, the choice of language should be determined by the

people with lived experience being engaged.
N Y,
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Current context

UAround 1in 6 people worldwide
experience disability (WHQO, 2022).

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

NIHR | DIRECT
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Why Is action needed?

. e A

/@ g 0 Knjg t-haged S e g
changes Iin healthcare may ’
not be safe, effective, ULegal and human rights
acceptable or accessible for (1Scientific

disabled people, and so risk

t Sebgpdat Sk njl gp/f Fr n}_f_f'%aghbe‘ﬂéjﬁyftgaéE
UEconomic

(IResearch funding

\ Reasons to improve inclusion:

GMoraI and ethical

Anderson et al. (2025)
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Global call to action

(IComment published In Nature
Medicine (Anderson et al., 2025).

(]Calls for multi -level actions to
iImprove disability inclusion in health
research.

l'jDeveIoped by the Disability Inclusion
IN Research Collaboration (DIRECT).

GUnderpinned by the social and
human rights models.

NIHR | DIRECT




Key challenge areas

Challenges
Research
cycle
Monitoring Research
disabllity and advisory
Inclusion workforce

NIHR | DIRECT

Outcomes

Limited
relevance,
qguality, and

real - world
applicablility of
research

Anderson et al. (2025)

Impact

Compounding
of health

Inequities

11
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Using Data to Advance
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Research
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disabilityhealth.jhu.edu




Data IS powen
Who counts depends J\f

Who IS counted.
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Limited data on
disabled
academics &
researchers

A Academic literature is limited -
few studies focus on disabled
researchers.

A Disabled people are
underrepresented In research

flelds.

AThere are challenges to
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Country or
Region

US

UK

Canada
Australia

Japan
South Africa
India

% Academics with
disablilities

9% academic workforce
8% academic staff

/% of academics

0% of senior leaders
Limited data

Limited data

Limited data

Latin America Limited data

Limited
representation

INn academia &

research

US NSF. NCSES. 2021.
UK HESA. 2026.

Statistics Canada. 20109.
Australia: ADCET. 2022

) JOHNS HOPKINS
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Using data to drive chan
An example from the U.S.
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naving a disabllity:
10 years.

The only group without improved
representation over the past

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

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

% of NIH Grant Applications & Awards from Pls % of NSF Grant Applications & Awards from Pls

20 1 ge, Reporting Disabilities: 2008-2018 1.20 Reporting Disabilities: 2008-2019
18 €
1.6
1.4 o
% 1.2 2
= 1.0 c
§ 0.8 g
Q' o6 a
0.4
0.2
0 0
2008 2009 2010 2011 2012 2013 2014 2015 2016 2017 2018 2008 2009 2010 2011 2012 2013 2014 2015 2016 2017 2018 2019
Year Year
® % NIH applications with Pls reporting disability @ % NSF applications with Pls reporting disability
@ % NIH awards with Pls reporting disability @® % NSF awards with Pls reporting disability
Swenor et al. Plos One. 2020. ) JOHNS HOPKINS | sisssiey sese
. . UNIVERSITY Research Center
NSF Merit Review Process Report. 2019



Disabled scientists earn less
$10,580

Disabled people with STEM doctorate degrees earn
less per year than their colleagues without disabilities

$14,360

The pay gap for academics in STEM fields with early
disabilities (before age 25) is even greater

Castro et al. Nature Hum Behav. 2023. iy JOFINS TIOPKINS | e e
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Qualitative Data: Barriers to research cal
Nl ove never had a mentor

oSometimes | think thearte®@s ral pledgcle@pu s
that researchers/academics with the only disabled person in a room,
disabilities, especially those that disclose group, etc. focused on the study of
t heir disabilities, ar e@eomlly dadwno da ts

A¢CKS LI YRSYAO 3II ®F heS wihiww$ e probl er
accommodations the institution ' s 1t presumes t ha
g2dzx RY QU X ¢ na60-hour week. 0

UNIVERSITY Research Center

JOHNS HOPKINS Disability Health

Castro et &loDne. 2024.



NEWS RELEASES

Tuesday, September 26, 2023

NIH designates people
with disabilities as a
population with health

disparities

Designation, new research program and
update to NIH mission are actions to
ensure inclusion of people with
disabilities.

Disability groups
win fight to be
included in health

equity research

The designation of disabled people as a ‘health
disparity population’ allows for more funding and
research into the health equity barriers disahled

people face | @I]e
Washington
Post

@ By Amanda Morris
September 26, 2023 at 11:00 a.m. EDT

NIH Strategic Plan for Disability Health Research



Global

Progress
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Research cycle

Jasjot Maggo, University of
Otago, New Zealand
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