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Improving Inclusion in Research: working with people with a learning disability
Overview
“NIHR has launched a new requirement that all applicants demonstrate how their research will address existing inequalities in health and social care as a condition of funding. The requirement will ensure that research is intentionally designed, conducted and communicated inclusively, and researchers will be held to account for delivering on their plans.”
https://www.nihr.ac.uk/news/inclusion-now-key-condition-nihr-funding
We hope that the following resources will help you with this.
Organisations
· NIHR: Homepage | NIHR
· Regional Research Delivery Networks: Homepage | NIHR RDN
· Mencap: https://www.mencap.org.uk/learning-disability-explained/research-and-statistics
· Down’s Syndrome Association: https://www.downs-syndrome.org.uk/our-work/services-projects/research-support/
· Down’s Syndrome Research Foundation: https://www.dsrf-uk.org/
· Autistica: https://www.autistica.org.uk/
Groups
· Yellow Tulip Group | (tuffrey-wijne.com)
· Learning Disabilities (LD) - Research - Kingston University London
The Learning Disability Research Group at Kingston University. “We are a group of people working and studying at Kingston University in London. We meet every month to talk about research. Our research in about health and social care. Irene and Richard chair the meetings. They are researchers at the university. Irene is a professor. Richard is a researcher with learning disabilities.”
Resources for researchers
· Inclusion now a key condition for NIHR funding
· OUR NAME ON THE DOOR: Kingston University employs researchers with a learning disability (youtube.com)
· Research Support Service | NIHR
· Briefing notes for researchers - public involvement in NHS, health and social care research | NIHR
· Inclusive research design to become an NIHR condition of funding | NIHR
· NIHR Research Design Service Equality, Diversity and Inclusion Toolkit
· NIHR Disability Framework
· Inclusive research design to become an NIHR condition of funding 
· Improving inclusion of under-served groups in clinical research: Guidance from the NIHR-INCLUDE project
· INCLUDE: better healthcare through more inclusive research. 
· A practical guide to being inclusive in public involvement in health research: Lessons learnt from the Reaching Out programme 
· Being Inclusive in Public Involvement in Health Research 
· Supporting equity and tackling inequality: how can NIHR promote inclusion in public partnerships?
· Briefing notes for researchers - public involvement in NHS, health and social care research 
· Guidance on co-producing a research project 
· Taking Stock – NIHR public involvement and engagement 
· How to involve the public in knowledge mobilisation
· Going the extra mile: Improving the nation’s health and wellbeing through public involvement in research
· Equality Impact Assessment (EqIA) Toolkit | ARC EM 2024 (nihr.ac.uk)
· EDI Toolkit (rssleicesterresources.org.uk)
· COALITION Project - Legal Capacity Research, which includes:
· Accessible Research Toolkit - Legal Capacity Research
· NIHR-INCLUDE Project
· INCLUDE Impaired Capacity to Consent Framework - Capacity consent research
· Listen Include Respect UK - Down's Syndrome Association (youtube.com) (contact Julian.hallett@downs-syndrome.org.uk for information on this training)
· The Leeds Approach to Engaging with Communities for Research - Leeds Biomedical Research Centre
· Increasing diversity in research participation: A good practice guide for engaging with underrepresented groups
Consent
· https://legalcapacity.org.uk/accessible-research-toolkit/
· https://www.rssleicesterresources.org.uk/edi-toolkit
· https://www.capacityconsentresearch.com/include-impaired-capacity-to-consent-framework.html
Resources for people with a learning disability
· Clinical Trials: an easy-read guide - Suffolk Ordinary Lives
· Yellow-Tulip-Group-easy-read-info-2023.pdf (tuffrey-wijne.com)
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Projects in progress
· No research about us, without us! Removing research barriers for people with learning disabilities | NIHR
· OU partners with University of Oxford on learning disability research | Faculty of Wellbeing, Education and Language Studies (open.ac.uk)
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