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Learning Objectives

Describe barriers for 
people with mobility-
related disabilities to 
access health care. 

01
Describe what is known 

about physician 
attitudes relating to care 

for people with 
disabilities, including 

the role of bias and 
systematic constraints 

to providing care.

02
Determine strategies to 
increase accessibility of 

health care for people 
with disabilities.

03



People with Disability (PWD)

• >67 million Americans1

• Physical, intellectual, visual, communication, mental health
• Not a monolith
• Intersectional

1. Varadaraj et al. (2021) doi:10.1001/jamanetworkopen.2021.30358



Spectrum of Disability

• Invisible – Visible
• Co-occurring (~30 million people report >1 disability type1)
• Stable, fluctuating, progressive
• Acute, chronic
• Can impact anyone at any time

1. Varadaraj et al. (2021) doi:10.1001/jamanetworkopen.2021.30358



Disability is not a brave  
struggle  or “courage in 
the  face  of adversity.” 

Disability is an art. It’s an 
ingenious way to live. 

– Neil Marcus, Disability Visibility



Person-First, Identity-First…

• Person-first language positions the person before the disability: 
 “a person with tetraplegia”  “a person with autism”
• Identity first language positions disability as the primary identifier: 
 “a tetraplegic”   “an autistic person”





Legislation to Protect Rights of PWD

1973

Rehabilitation Act, Section 504
Prohibits discrimination against PWD in 
federally-funded programs and services.

1990

Americans with Disabilities Act 
(ADA)

Titles II and III: require provision of health 
care services with reasonable 

accommodations.

2008

ADA Amendments Act
Strengthened laws for nondiscrimination.

2010

Affordable Care Act, Section 
1557

Strengthened protections for PWD.
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A “Disparity Population”

• Higher rates of chronic disease; lower rates of primary/preventive care1

—People with physical disabilities have higher odds of unmet medical 
(75%), dental (57%), and prescription med (85%) needs2

• Fare poorly “on virtually all measures of social determinants” 3

• Meet criteria for disparity population3

• CDC, HHS, AHRQ, and NIH recognize disability as a disparity population

1. Iezzoni et al., 2021, doi:10.1097/MLR.0000000000001449
2. Mahmoudi & Meade, 2015, doi: 10.1016/j.dhjo.2014.08.007
3. Krahn et al., 2015, doi: 10.2105/AJPH.2014.302182





Taken from: Centers for Disease Control and Prevention. Disability and Health Data System (DHDS) [Internet]. 
[updated 2022 May; cited 2022 December 12]. Available from: http://dhds.cdc.gov

http://dhds.cdc.gov/
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Occupational Science

• Holistic study of human activities (“occupations”) 
and their influence on health

• Transdisciplinary
• Applied through occupational therapy practice



Disability 
Experience

Research Foci
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Health Equity
Health Services Research

Access to 
health 

and social 
services

Healthcare 
Transitions
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Study Design
• Used a deceptive research technique
• Telephone survey where a physician or student 

attempted to make an appointment for a fictional patient
• No up-front explanation that it was research

The Hypothetical Patient
• Woman, hemiparetic due to a stroke
• Unable to bear weight, could not transfer
• 99 Kg
• Standardized script included chief 

complaint and medical history specific 
to subspecialty

• Clinical scenarios chosen by a group of 
internists through an iterative process



Results

• Of 256 practices, 56 (22%) were inaccessible
― 9 practices located in inaccessible buildings
― 47 could not transfer the patient

• Of the remaining 200 accessible practices, 103 
planned to “manually” transfer the patient (unsafe)

• <10% of practices had height-adjustable tables or lifts



Physician attitudes relating to care for PWD
(R01HD091211-01A1, PI: Iezzoni)

Phase IV Focus groups with medical students and faculty
• Significant gaps in training related to disability

Phase III Interviews with disability advocates
• Validation of findings; faults in medical education

Phase II National survey of physicians
• Negative bias, limited knowledge

Phase I Anonymous physician focus groups
• Discriminatory practices





Physician Perceptions of PWD

• Survey of 714 practicing physicians across the United States
• 57% strongly agreed they welcomed PWD into their practices
• 41% were very confident in their ability to provide the same quality 

of care to their patients with and without disabilities
• 36% reported knowing little or nothing about their legal 

responsibilities under the Americans with Disabilities Act

Iezzoni et al. (2021) doi: 10.1377/hlthaff.2020.01452





Focus Groups

22 Physicians 
50% Men

50% Women
Diverse Specialties 

and Geographic 
Locations

Asked about caring for 
people with mobility, 

hearing, vision, 
communication, mental 
health, and intellectual 

disabilities

Anonymous

Themes = Barriers

• Physical
• Communication
• Knowledge/Experience/Skills
• Structural and System
• ADA knowledge
• Attitudes

Attitudes: Some physicians 
described specific strategies 

to discharge people with 
disabilities from their 

practice



“Our medical assistants just write 
‘wheelchair, w/c’ and the weights 
don’t get checked until someone 

makes a big deal about it.”

Physical Barriers



“Most of my patients have hearing 
aids that are not working. It’s just 

better to use paper and pen.”

Communication Barriers



“I don’t even know [how to 
care for people with disabilities]. 

I’m not qualified.”

Knowledge Barriers



“Seeing patients at a 15-minute 
clip is absolutely ridiculous. 

To…see a patient with disability in 
those timeframes is unreasonable 

and unacceptable…”

Bias in Structures and Systems



“I truthfully think the [ADA] makes the disabled 
person more of a target and doesn’t help them 

but hurts them. Because a lot of us, me 
personally, are afraid to treat them… You just 

don’t want to deal with them…”

Gaps in Knowledge of the ADA



“I have actually thought about it a lot because 
in a sense we are kind [of] in a powerless 

position to deny care. …My solution is to say, 
‘I no longer take new patients.’”

Attitudes: Statements about Denying Care



“[I say] ‘I think you need a lot 
more care, and I am not 

the doctor for you.’”

Attitudes: Statements about Denying Care



Physicians make discretionary choices.

Physicians have the right to exercise discretion.

Physicians do not have the right to discriminate.

Identifying intent is difficult. 

The ADA is enforced through lawsuits.



Many physicians in our study were 
overwhelmed – demonstrating the 

problems with our health care system.

Our findings suggest that physician 
attitudes and bias play a role in 

perpetuating disability disparities. 





Q: What is the role of medical education in 
shaping physician attitudes in care for PWD?

• Focus groups (3, all virtual)
• Probes: 

• How is disability taught in medical education? 
• What strategies may be used to advance disability-competent care 

through medical education?

• Recorded, transcribed, coded w/ constant comparative method
• Deductive and inductive coding scheme



The Hidden Curriculum: 
- PWD are neglected and problematized in the curriculum
- Bias against trainees with disabilities
- Ill-prepared for clinical care

So
cie

ty



If we want to make 
changes, we have to be 
able to measure them.



PROMIS 
Measures

• Self/parent-reported measures of global, 
physical, mental, and social health 

• Center patient voices to improve health care



Participation in Health Care for 
People with Mobility-Related Disability (PwMD)

1 : Ge ne ra te  co nce p tua l m o d e l o f p a rt icip a t io n  in  he a lth  ca re  fo r 
Pw MD th ro ug h  id e ntifica t io n  o f p rincip a l facto rs tha t  a ffe ct  ab ility 
to  p a rt icip a te  and  sa t isfact io n  w ith  p a rt icip a t io n  in  he a lth  ca re .

H: The  concep tual mode l will include  ove rlap p ing  p e rsonal, activity, and  
environmental factors (e .g ., b uilt, social, p olicy).

2 : De ve lo p  ite m  b ank fo r a  no ve l PRO M o f p a rt icip a t io n  in  he a lth  
ca re  fo r Pw MD. 

48

KL2 Research Aims



Methods
• Qualitative interviews (concept elicitation)
• Eligibility: ≥18 years, self-identified mobility-related disability, 

living in the community in Illinois, English speaking fluency
• Purposive sampling for maximum variation
• Community research partnership (Advisory Board)



Demographic 
and Disability 
Characteristics

N(20) %
Gender

Female 11 55%
Male 7 35%
Non-binary 2 10%

Race and Ethnicity
American Indian or Alaska native 0 0%
Asian 2 10%
Black or African American 3 15%
Hispanic or Latino 3 15%
Native Hawaiian or other Pacific Islander 0 0%
White (non-Hispanic or Latino) 11 55%
Other 0 0%
Prefer not to answer 1 5%

Annual Household Income
Under $15,000 3 15%
$15,000 - $24,999 3 15%
$25,000 - $34,999 1 5%
$35,000 - $49,999 1 5%
$50,000 - $74,999 2 10%
$75,000 - $99,999 3 15%
$100,000 and over 1 5%
I do not know 2 10%
I prefer not to answer 4 20%

Screening survey: Disability
Use an assistive device to move around in my environment 19 95%
Walking on smooth surfaces 16 80%
Walking on uneven surfaces 19 95%
Climbing stairs 17 85%
Reaching 6 30%
Getting up from the ground to stand 19 95%
Holding a utensil or other small object 4 20%
None of the above 1 5%

Screening survey: Barriers to health care
Had trouble getting health care services that I needed in the past 18 90%
Physical access 14 70%
Communication 4 20%
Procedural or financial 8 40%
Other 4 20%

Geographic Residence
City 9 45%
Suburban Area 8 40%
Rural 3 15%



Communication

Direction of 
Care

Receipt of 
Services

Participation in Health Care Encounters

I'd have some rather urgent issues every now and 
then. She would give me her opinion on what she 

thinks we need to do next. I, of course, always had 
my own opinions. Then, we would fight it out. But in 
a good way. That's what I feel like we're participating 

in. She'd hear my way. I'd hear her way, and then 
sometimes we'd meet in the middle. Sometimes I'd 
go her way, or I wouldn't. But then, the next time, we 
were all good again. I don't know. I just felt like she 

listened to me, and I listened to her. 



Participation = Engagement?
Patient Activation Measure
Health Care Engagement Measure



[My attempt for primary care] was abysmal. So, I tried yet another new one. I made it very clear when 
I made the appointment that I wanted a physical since no one has ever looked at me at all, and I have 
some pending surgery coming up and I want to make sure I'm okay. And I made it very clear that I 
wanted a physical- and a real physical, not a Medicare physical. And as soon as I went there, I knew it 
wasn't going to work out. First of all, the room was basically too small for me, so they had to move a 
bunch of chairs out of the way. And then I look at this table that's 10 feet high in the air, I'm like, ‘Hmm, 
this isn't going to happen today.’

    So, I thought, ‘Well, okay, maybe she can pivot and figure out how to do it from the chair rather than 
on a table.’ So, she starts doing the whole Medicare BS physical, which is garbage, which I would not 
waste garage parking fees on that. And I said, ‘No, no, no, I'm sorry. You misunderstood. I am here for a 
real physical.’ She goes, ‘That's what I'm doing.’ And I said, ‘No, you're not. Drawing hands on a clock is 
not a real physical... That's not what I'm looking for.’ She goes, ‘I'm required to do this by Medicare.’…

    And then I did say... what kind of bad intestinal problems I've been having. And she goes, ‘Yeah, we 
can talk about that next year when you come back.’ I'm like, ‘All right, well first of all, I'm not coming 
back. Secondly, I'll be dead if I wait a year or so. I don't think so.’

Failures in Policy



So, you know when you go to the doctor and 
somebody shoves you in a room and they close 

the door and then the doctor knocks on the 
door and, "Hi, I am Dr. Joe Blow"? Well, you 

should see their face when they see how you're 
sitting there [in a wheelchair], right? 

It's like, "Woo. Nobody warned me on that one." 

Providers and Clinics 
Unprepared to Care for PwMD



CONTEXTUAL CHARACTERISTICS (PwMD) INDIVIDUAL CHARACTERISTICS (CASE ANALYSIS)

Predisposing

Health-related 
social needs

Ableism

Enabling

Regional 
availability of 

health care 
providers

Payment 
models for 
encounters

Need

Population 
health

Environmental 
risks

Predisposing

Low, fixed 
income

Mobility and 
communication 

impairments

Enabling

Social support 
(PA)

Insurance 
(public)

Need

Symptom 
management

Routine care
Participation in 

Health Care 
(Encounters)

Communication

Direction of 
Care

Receipt of 
Services OUTCOMES

• Perceived Health
• Clinical Outcomes
• Satisfaction

Applying Andersen’s 
Behavioral Model of Health Services Use

Andersen & Davidson, 2007



Conclusions 
and 

Implications

• Access to health care services is a primary 
driver of participation in health care for PwMD.

• Many barriers to participation in health care 
for PwMD are modifiable. 

• Routine assessment of patient-reported 
participation in health care may serve as an 
essential indicator of patient support needs to 
advance health care access (e.g., disability-
related accommodations).



“System” Level Challenges to Tackle!

• Accommodations (e.g., height adjustable tables) are often not present
• Physicians and staff may be biased against people with disability
• Disability is not taught in medical school or residency
• Disability is not part of hospital or clinic orientation or training 
• Disability and related accommodation needs are not consistently 

documented in medical records or scheduling systems 



Building Tools for Equity…

• PI: Megan Morris (University of Colorado); Site PI: 
Lagu; Co-I: Haywood

• Funding: NIDCD (09/22 – 06/27)
• Primary focus on communication-related disabilities

Disability status and 
accommodation 
needs in the EHR

• PI: Haywood; Mentors/Collaborators: Morris & Lagu
• Funding: Craig H. Neilsen Foundation (05/24 – 04/26)
• Primary focus on mobility-related disabilities

Patient-facing tools 
to report disability 

and accommodation 
needs



Background

• Health care organizations are required by multiple federal laws (e.g., ADA, ACA) to 
provide disability accommodations to patients with disabilities 

̶ BUT: Organizations/providers often do not know who has a disability

• The DOJ has outlined requirements for health care organizations to routinely collect 
disability status

• In July 2022, the Office for the National Coordinator for Health Information 
Technology (ONC) released requirements for all EHRs to include standard disability 
data elements

• As of November 2022, Epic Foundation include the standard disability data 
elements, but not the modules or tools to support collection and documentation



Sanders & Stappers, 2008



Disability 
Category

Patient-Centered Disability 
Questionnaire

General 
Screening

Due to a disability, do you need any 
additional assistance or accommodations 
during your visit?

Hearing Are you deaf, or do you have serious 
difficulty hearing?

Vision Are you blind, or do you have serious 
difficulty seeing, even when wearing 
glasses?

Cognition Do you have difficulty remembering or 
concentrating?

Mobility Do you have serious difficulty walking or 
climbing stairs?

Activities of 
Daily Living 
(ADL)

Do you have difficulty dressing or 
bathing?

Instrumental 
Activities of 
Daily Living 
(IADL)

Do you have difficulty doing errands 
alone such as visiting a physician’s office 
or shopping?

Communication Using your usual language, do you have 
difficulty communicating (for example, 
understanding or being understood)?

University of Colorado 
Health System





Implementation of Disability-Related
Accommodations in Clinical Practices

Communication examples:
communication boards, 
voice amplifiers, CART 
services, ASL interpreters

Mobility examples: 
wheelchair accessible scales, transfer 
lifts, adjustable heigh exam tables, 
personal assistance (dressing, transfers)

i.e., Response to accommodation requests…



Standards for Physical Access

•  Room next to exam table for wheelchair
•  Adjustable height table
•  Space to allow transfers
•  Accessible route in and out



Communication Access
• Providers and patient work together to identify alternative 

communication methods for patients with disabilities
• Large print forms

―Web, email, text
―Telecommunication device for the deaf (TDD)
―Sign language interpreters



Ideal Programmatic Access

• Universal accessibility of scheduling, staffing, and other administrative resources.
• When patient makes an appointment, the system alerts the receptionist (“flags”) 
• Room with the accessible table is reserved for her appointment time
• Trained staff are also alerted prior to her arrival



Guidelines and Recommendations for Disability-Competent Health Care

Before an Appointment During an Appointment After an Appointment

Physical Access: accessibility of 
the healthcare environment

-Ensure entrances and walkways 
are accessible and free of 
potential barriers (e.g., boxes, 
equipment).

-Provide wheelchair-accessible 
scales and adjustable-height 
exam tables.

-Assess and create accessibility 
in spaces that PWD experienced 
trouble navigating through.

Policy / Procedural Access: 
policies and procedures support 
accessibility of spaces

-Ask patients about 
accommodation needs; 
document in the EHR to 
prepare for appointment.

-Allow essential caregivers and 
service animals .
-Make care decisions 
independent of disability status.

-Collect and utilize disability data 
as an important factor in quality 
improvement initiatives.

Disability Etiquette: specific to 
patient interactions

-Discuss procedures,
treatments, or other elements of a 
visit before they are performed.

-If offering assistance, wait until it 
is accepted before proceeding.
-Speak and direct questions to the 
patient (not companions 
or personal care attendants).

Provider Training Needs: what 
clinicians and staff should know 
about to care for PWD

-Staff should be trained on 
accessible equipment use and 
patient transfers to maximize 
safety for both staff and patients.

-Awareness of disability bias.
-Clinicians should not make 
assumptions about what a patient 
may or may not need.

-Clinicians should be trained to 
support interdisciplinary care 
coordination for complex 
conditions.



Occupational Science

Implementation Science

Health Services Research

Critical Theory

Disability Studies

User-Centered Design

Health Equity

Organizational Change

Documentation Tools
Clinical Care Guidelines

Health Care Access & Quality

Scientific Reports
P/policy Advocacy

Institute of Clinical & Translational Sciences at Washington University in St. Louis. Translational Science Benefits 
Model website. https://translationalsciencebenefits.wustl.edu. Published February 1, 2019. Accessed June 10, 2024.

Communication

https://translationalsciencebenefits.wustl.edu/


carol.haywood@northwestern.edu

Thank you!
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