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The Need for Inclusive 
Health Research 

● We do not have accurate data on the health 
care needs of people with intellectual 
disabilities (ID) 

● Mental health issues are hard to diagnose 
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The Need for Inclusive 
Health Research 

● Health professionals often rely on the 
opinions and observations of someone close 
to the patient (proxy report) instead of 
getting answers directly from them
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The Nisonger RRTC on 
Health and Function

The Nisonger Rehabilitation and 
Research Training Center (RRTC) is a 
five-year Participatory Action Research 
(PAR) project
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What are we trying to do?
● Learn how adults with ID can speak 

up about their own health
● Make health surveys easier to 

understand for self-report
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What are we trying to do?
● Find the prevalence rate of adults with 

ID and mental health issues
● Understand best practices in treating 

mental health issues for adults with ID
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What are we trying to do?
● Construct and share guidelines for 

clinical care
● Conduct research that includes 

people with lived experience
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Study 1: Health Surveys 
● Make health surveys more accessible 
○ Reduce reading level 
○ Simplify vocabulary 
○ Add images and icons
○ Improve technology access 
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Study 1: Health Surveys 
● Increase self-report in adults with ID 

(Intellectual Disabilities)
● Survey 1 Draft

● Survey 2 Draft

http://reports.ablelinktech.com/takesurvey/nisonger/4001
http://reports.ablelinktech.com/takesurvey/nisonger/4002
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Study 2: Rate of ID and Mental 
Health Conditions  
● Find the rate of mental health conditions 

& health outcomes among adults with ID

● National Core Indicators (NCI): Random 
sample from different states
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Study 3: Best Practice Guidelines 

● Make best practice guidelines for health 
professionals to support adults with ID 

● Improve health care and mental health 
treatment for adults with ID 
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Our Goal 

Improve health and quality of life outcomes 
for people with ID (Intellectual Disabilities)  
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Our Commitment Statement 

The RRTC at Nisonger Center is committed to 
including individuals with lived experience 
with intellectual disability in every aspect 

of our research.
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Participatory Action Research (PAR) 
Overview

PAR is a way to study issues by including 
community members and stakeholders on 

the research team.
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Participatory Action Research (PAR) 
Overview

PAR aims to make positive social change 
and empower stakeholders by including and 

valuing their voice.
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Participatory Action Research (PAR) 
Overview

Nothing about us, without us.
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PAR Principles

● Empowered Participation

● Commitment to Action and Social Change

● Collaborative and Equitable Research
(Coghlan & Brydon-Miller, 2014)

https://methods.sagepub.com/reference/encyclopedia-of-action-research/n236.xml
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The Stages of PAR 

(Bacon et al., 2005)

https://escholarship.org/uc/item/1qv2r5d8
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Stage 1: Looking
PAR begins by “forming a group to participate 
in the process.”

● Nisonger Center won a grant to adapt health 
surveys, study rates of comorbidity, and 
advance mental health treatments 

(Bacon et al., 2005, p.2)

https://escholarship.org/uc/item/1qv2r5d8
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Stage 1: Looking
● We recruited researchers and community 

members to form a “Learning Collaborative:”

○ Research Experiences Expert Panel (REEP)
○ Disability Experiences Expert Panel (DEEP)
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Learning Collaborative
1. REEP: Research Experiences Expert Panel

● OSU and National Researchers

● Design Research

● Collect Data 

● Report Findings 
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Learning Collaborative
2. DEEP: Disability Experiences Expert Panel 

● Community Members with ID 

● Inform and Support Research Process

● Give Feedback, Ideas, and Perspective

● Share Project Information  
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Disability Experiences Expert Panel 
2 DEEP Co-Chairs and 1 REEP Liaison
● Clinical Research Assistants at OSU
○ Christine Brown
○ Braden Gertz  

● Ph.D. Candidate at UCF
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Disability Experiences Expert Panel 
12 Consultants 

● Community members from Ohio 
○ A few consultants bring a support staff 

● Pickaway County Board of DD employee
● Goodwill Columbus employee
● Nisonger Center employee 
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Disability Experiences Expert Panel 

Training 
● Research Knowledge 

● Self-Advocacy Skills  
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Disability Experiences Expert Panel 

Meetings 

● Adapting Health Surveys

● Reviewing Easy Read Papers 

● Recruiting Study Participants 
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Stage 2: Reflecting

PAR helps collaborative learning by “creating 
a forum for ongoing analysis and reflection.”

(Bacon et al., 2005, p.2)

https://escholarship.org/uc/item/1qv2r5d8
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Stage 2: Reflecting

● REEP asked questions about how to make 
health surveys easier to understand 
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Stage 2: Reflecting

● DEEP responded in a focus group, asked 
their own questions, made suggestions, 
and offered valuable insights
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Stage 2: Reflecting

● REEP reflected on the responses, asked 
more questions, and took actions  
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Stage 3: Acting

Participants “take a number of actions in 
accordance with what they have learned.”

(Bacon et al., 2005, p.2)

https://escholarship.org/uc/item/1qv2r5d8
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Stage 3: Acting

● The REEP reflected on DEEP feedback, 
adapted the surveys, and asked more 
questions
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Stage 3: Acting

● The DEEP reviewed the adapted surveys 
and provided more feedback 
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Stage 3: Acting

● Together, the REEP and DEEP adapted 
survey language, item prompts, answer 
choices, images, icons, and technology 
options to improve accessibility for self-
report
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Reflection - Action - Reflection Cycle  

New PAR cycles will “refine the questions and 
findings [and make] continued 
improvements.”

(Bacon et al., 2005, p.2)

https://escholarship.org/uc/item/1qv2r5d8
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Reflection - Action - Reflection Cycle  

● How well do the adapted surveys work? 

● How can we improve the adapted surveys to 
increase self-report for adults with ID? 
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Reflection - Action - Reflection Cycle  

● How can we adapt the measures to support 
adults with significant or profound 
disabilities?
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REEP DEEP

Reflection - Action - Reflection Cycle  
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Stage 4: Sharing

The participants “reflect, assess, and 
summarize the research” for distribution. 

(Bacon et al., 2005, p.2)

https://escholarship.org/uc/item/1qv2r5d8
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Stage 4: Sharing

● PAST: 
○ Ohio Self-Determination Association 
○ Learning Collaborative Summit 

● PRESENT: AUCD Conference  
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Stage 4: Sharing

● FUTURE:
○ TASH Conference Presentation
○ Journal Articles
○ Easy Read Papers
○ Video Summaries  
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Year 2 PAR Cycle: New Looking Stage 
We are now looking for more people to 
participate in the process: 

● 25 community members with ID in Central 
Ohio to complete the adapted surveys
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Year 2 PAR Cycle: New Looking Stage 

● 56 community members with ID to conduct 
focus groups on accessible therapy
○ 32 (Central Ohio)
○ 24 (Nationally)   
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Year 2 PAR Cycle: New Looking Stage 

● 56 mental health professionals to conduct 
focus groups on accessible therapy 
○ 32 (Central Ohio)
○ 24 (Nationally)
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HELP US HEAR YOUR VOICE!

http://www.youtube.com/watch?v=ZTCtrcCwpW8
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YOUR VOICE MATTERS.
To Learn More: 

● Visit our website: http://go.osu.edu/RRTC

● Send us an email: rrtcnisonger@osumc.edu

● Give us a call: 1-833-678-7782

http://go.osu.edu/RRTC
mailto:rrtcnisonger@osumc.edu
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Thank You!

Christine Brown: Christine.Brown@osumc.edu

Andrew Buck: Andrew.Buck@osumc.edu

mailto:Christine.Brown@osumc.edu
mailto:Andrew.Buck@osumc.edu
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The contents of this presentation were developed under a grant from the National Institute on Disability, 
Independent Living, and Rehabilitation Research (NIDILRR grant awards number 90RTHF0002-01-00). 
NIDILRR is a Center within the Administration for Community Living (ACL), U.S. Department of Health and 
Human Services (HHS). The contents of this presentation do not necessarily represent the policy of 
NIDILRR, ACL, or HHS, and you should not assume endorsement by the Federal Government.

https://www.rrtcnisonger.org/

https://www.rrtcnisonger.org/


8/7/2019 518/7/2019 51

References
Bacon, C., Mendez, E. & Brown, M. (2005). Participatory 
action research and support for community development 
and conservation: Examples from shade coffee landscapes in 
Nicaragua and El Salvador. Center Research Brief #6. Santa 
Cruz, CA: Center for Agroecology and Sustainable Food 
Systems, University of California, Santa Cruz. Retrieved from 
https://escholarship.org/uc/item/1qv2r5d8

https://escholarship.org/uc/item/1qv2r5d8


8/7/2019 528/7/2019 52

References
Coghlan, D. & Brydon-Miller, M. (2014). 
Participatory Action Research. The SAGE 
Encyclopedia of Action Research. Retrieved 
from 
https://methods.sagepub.com/reference/encyc
lopedia-of-action-research/n236.xml

https://methods.sagepub.com/reference/encyclopedia-of-action-research/n236.xml


8/7/2019 538/7/2019 53

References
Hassiotis, A. & Turk, J. (2012). Mental health 
needs in adolescents with intellectual 
disabilities: Cross-sectional survey of a service 
sample. Journal of Applied Research in 
Intellectual Disabilities, 25, 252-261.



8/7/2019 548/7/2019 54

References
Schutzwohl, M. et al. (2018). Self- and proxy-
rated needs in adults with mild to moderate 
intellectual disabilities: Perspective matters. 
Journal of Applied Research in Intellectual 
Disabilities, 31(2), 285-295.



8/7/2019 558/7/2019 55

References
Summers, J., Fletcher, R. & Bradley, W.  (2017). 
People with intellectual and developmental 
disabilities and mental health needs. In 
Wehmeyer et al. (Eds.), A comprehensive guide to 
intellectual & developmental disabilities (pp. 679-
694). Baltimore, MD: Paul H. Brookes Publishing 
Co.


	The Disability Experiences Expert Panel: Empowering Self-Advocates to Engage in Participatory �Action Research
	Slide Number 2
	The Need for Inclusive Health Research 
	The Need for Inclusive Health Research 
	The Nisonger RRTC on Health and Function
	What are we trying to do?
	What are we trying to do?
	What are we trying to do?
	Slide Number 9
	Study 1: Health Surveys 
	Study 1: Health Surveys 
	Study 2: Rate of ID and Mental Health Conditions  
	Study 3: Best Practice Guidelines 
	Our Goal 
	Our Commitment Statement The RRTC at Nisonger Center is committed to including individuals with lived experience with intellectual disability in every aspect of our research.
	Participatory Action Research (PAR) Overview
	Participatory Action Research (PAR) Overview
	Participatory Action Research (PAR) Overview
	PAR Principles
	The Stages of PAR 
	Stage 1: Looking
	Stage 1: Looking
	Learning Collaborative 
	Learning Collaborative 
	Disability Experiences Expert Panel �
	Disability Experiences Expert Panel �
	Disability Experiences Expert Panel �
	Disability Experiences Expert Panel �
	Stage 2: Reflecting
	Stage 2: Reflecting
	Stage 2: Reflecting
	Stage 2: Reflecting
	Stage 3: Acting
	Stage 3: Acting
	Stage 3: Acting
	Stage 3: Acting
	Reflection - Action - Reflection Cycle  
	Reflection - Action - Reflection Cycle  
	Reflection - Action - Reflection Cycle  
	Reflection - Action - Reflection Cycle  
	Stage 4: Sharing
	Stage 4: Sharing
	Stage 4: Sharing
	Year 2 PAR Cycle: New Looking Stage 
	Year 2 PAR Cycle: New Looking Stage 
	Year 2 PAR Cycle: New Looking Stage 
	HELP US HEAR YOUR VOICE!
	YOUR VOICE MATTERS.
	Slide Number 49
	Slide Number 50
	References
	References
	References
	References
	References

