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INTRODUCTION 
 

 

Navigating the Pennsylvania healthcare 
system is frequently challenging. Long wait 
lists, unexpected costs, and lack of coverage 
for needed services affect many healthcare 
consumers in Pennsylvania.  These issues are 1

especially acute in the rural parts of the state 
where many live in poverty, distances are 
longer, transportation infrastructure is 
limited, and there may be fewer options for 
treatment. 
 
People with disabilities living in rural areas 
encounter all of these problems as well as 
prejudice, ignorance, and various barriers 
that impact their ability to access healthcare 
services, facilities, and equipment.  
 
This report features stories from people with 
disabilities, their family members and 
caregivers about barriers to healthcare 
access. We collected these stories through 
surveys, face-to-face meetings, phone 
conversations, and public listening sessions 
during 2019 and 2020. The goal of this report 
is to document barriers, better understand 
the perspectives and needs of those facing 
them, and raise awareness of the need for 
improved accessibility. 
 

1“Consumer” refers to anyone who uses healthcare 
services--which includes essentially everyone. The 
healthcare field has adopted this term to highlight the 
fact that people are constantly affected by the 
healthcare system even when they are not a ‘patient’ 
receiving treatment. 
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PHANĦS WORK 
 

 

The Pennsylvania Health Access Network 
(PHAN) is Pennsylvania’s only statewide 
consumer-driven organization working to 
expand and protect access to high-quality, 
equitable, affordable healthcare for all 
Pennsylvanians. Since 2007, PHAN has 
brought together health care consumers and 
community organizations across the state to 
advocate for expanded access to health care 
in Pennsylvania. To achieve this, PHAN 
blends coalition-building and policy advocacy 
with our unique model of community health 
organizing that focuses on supporting and 
empowering consumers to get the treatment 
they need and become advocates for better 
healthcare in their local communities and 
statewide. PHAN has successfully organized 
consumers to push back against health plan 
rate hikes, helped seniors in Western 
Pennsylvania maintain access to critical 
doctors, led the consumer-driven campaign 
for Medicaid  Expansion, defended and 2

elevated the core consumer protections and 
coverage options in the Affordable Care Act, 
and brought together housing and healthcare 
providers to better address the social 
determinants of health through Medicaid. In 
addition to this project, PHAN is currently 

2 The most common type of insurance held by people 
with disabilities is Medicaid (called Medical Assistance 
in Pennsylvania), which provides essential medical 
care, equipment, and supportive services that help 
many consumers remain in their homes and 
communities. This care is typically unavailable through 
private insurance and is too costly for all but the 
wealthiest people to fund out of pocket. 

working on addressing healthcare 
affordability burdens for all Pennsylvanians, 
lowering the cost of prescription drugs, 
ensuring the seniors and people with 
disabilities are supported in the transition to 
Community HealthChoices, and increasing 
access to transportation for medical 
appointments. 
 
 

THE RURAL HEALTHCARE 
ACCESS PROJECT 

This report is released as part of the Rural 
Healthcare Access Project, an initiative by 
PHAN, funded by a grant from the 
Pennsylvania Developmental Disabilities 
Council. This project is intended to ensure 
healthcare locations, equipment and services 
in rural Pennsylvania are accessible to all.  
 
Information gathering is only a preliminary 
step--our goal is to address problems, not 
merely document them. Many of those who 
contributed their stories to this report have 
joined regional teams and are pushing for the 
changes they themselves have identified. 
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THE IMPACT OF COVID-19 
 

 
Just prior to the release of this report, the 
world was hit by the COVID-19 pandemic. 
This will have far reaching consequences for 
all of us and the disability community in 
particular. This crisis also creates new 
opportunities to monitor and improve 
practices, ideally forcing medical 
professionals and government agencies to 
consider accessibility in new ways and 
examine the integrity of the social safety net. 
 
PHAN has responded by following up with 
the organizations and community members 
we have connected with through this project 
in order to monitor how COVID-19 is 
affecting the rural disability community.  
 
The issues outlined in this report are all the 
more relevant, and new ones have appeared. 
People with disabilities and their family 
members in rural areas have lost loved ones 
to COVID-19, have had surgeries postponed, 
have lost their jobs or had to quit  in order to 
care for their children. Many are at high risk 
of infection and are afraid to leave their 
houses. Some have no one to drive them to 
the grocery store, and others are facing 
housing instability--all of which are social 
determinants of health. People are forced to 
make tough decisions about whether 
resuming therapy is worth the risk of 
infection. Isolation and boredom adversely 
impacts mental and emotional health. Care 
workers are limiting home visits and 
prioritizing the most vulnerable. Family 

members caring for loved ones at home are 
extremely isolated and may get little support. 
There are many isolated community 
members that we haven’t connected with 
who may be experiencing more dire 
problems. Meanwhile the death toll in 
nursing homes, prisons, and other institutions 
rises. People with intellectual and 
developmental disabilities are at higher risk.   3

 
The Pennsylvania Department of Health 
recently released a set of guidelines for 
healthcare providers on how to use limited 
resources to save the greatest number of 
lives during crisis situations in which not 
everyone can be treated. On March 27, 2020, 
PHAN signed onto a letter from Disability 
Rights Pennsylvania to the PA Department of 
Health, citing the shortcomings of these 
guidelines in failing to safeguard against 
stereotypes and biases on the part of 
healthcare providers which may cause them 
to see people with disabilities as less 
deserving of life-saving care--as well as failing 
to require adequate review and oversight 
when making life or death decisions 
concerning who gets priority in receiving 
care. The Department of Health has since 
released a revised set of guidelines which 
addressed these issues. However, continued 
monitoring is needed to ensure these 
guidelines are being followed correctly.  

3https://www.npr.org/2020/06/09/872401607/covid-
19-infections-and-deaths-are-higher-among-those-wi
th-intellectual-disabili 
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METHODOLOGY 
 

 

Our approach to data collection was 
qualitative in nature. Through surveys, 
face-to-face meetings, phone conversations, 
and public listening sessions throughout 
2019 and 2020, we were able to hear a wide 
variety of perspectives on the healthcare 
system in each of the counties. We talked to 
people in group homes, sat in at events 
organized by The Arc chapters and Centers 
for Independent Living, engaged local 
nonprofits, and connected with family 
support groups. We asked people about their 
experience with their local healthcare system 
and the biggest barriers to receiving quality 
healthcare. We have connected with over 
200 community members with disabilities, 
their family members, and caregivers and 
formed partnerships with over 100 local 
community organizations. 
 
The area covered by this project includes 
Schuylkill, Columbia, Montour, 
Northumberland, Union, Snyder, Juniata, 
Mifflin, and Perry counties. We have also 
heard from people in Luzerne and Lycoming 
Counties. 

GUIDING PRINCIPLES 

AND VALUES 

Generic Healthcare 

Although some issues are specific to certain 
types of disability, the majority of this report 
is about generic healthcare by which we mean 
healthcare that everyone uses, such as family 
doctors, behavioral health, dental, vision, or 
specialists that are not specific to particular 
disabilities. Although accessibility issues 
related to disability-specific healthcare are 
included in this report, we have found that 
basic issues that affect everyone are the 
biggest barriers for people with disabilities. 
Furthermore, a provider’s competency in 
treating people with disabilities is an 
extension of a patient-centered approach in 
general. 

Additionally, we recognize that the 
availability of child care, access to healthy 
food, employment, and other social 
determinants of health  are relevant to this 4

discussion. In addition to sharing their 
experiences with the healthcare system, 
many we interviewed expressed the need for 
independence and inclusion in the 
community. 

4 Social determinants of health are conditions such as 
where a person lives and what resources are available 
to them that affect their health. 
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Systemic Change 

Disability is a normal part of the human 
condition and those asking for 
accommodations are not asking for an 
“exception”. The onus is on healthcare 
systems and other social institutions to 
provide these accommodations. This type of 
change is not achieved through temporary 
fixes or one-time adjustments. Too often we 
have seen agencies solve problems by making 
exceptions for the most vocal individuals 
rather than fixing the underlying cause and 
benefiting everyone. We seek systemic 
change; and change that impacts policies and 
practices. Because the proposed 
recommendations for improvement are 
focused primarily on systemic issues, they 
will improve the delivery of healthcare for 
everyone, including non-disabled people.  

 

Empowerment 

Through every stage, we strive to ensure that 
the work is both led by and accountable to 
people with disabilities. People with 
disabilities are most impacted by these issues 
and were our primary source of information 
on the problems and solutions, and our game 
plan on how to implement these solutions is 
created through group process. Furthermore, 
work on these issues is not undertaken 
purely for the sake of fixing the problem but 
most importantly to encourage impacted 
community members to lead the way in 
shaping our healthcare system.  

   

Working With Providers 

It is our intent to work collaboratively with 
providers throughout this project and 
support them in improving their practice. 
Healthcare providers in rural areas face 
challenges as well, including lower 
reimbursement rates and a smaller pool from 
which to recruit qualified staff. Although 
there are many opportunities for 
improvement, we also learned about many 
promising practices. Many consumers said 
that they were happy with the healthcare 
they are receiving and praised their providers 
for being compassionate, informative, 
respectful, and accommodating. As we move 
forward, we will further document the 
practices of healthcare providers who are 
serving consumers with disabilities well in 
order to lift up positive examples and outline 
best practices.  
 
 
 
 
 

Disability competency refers not only 

to a healthcare provider’s ability to 

understand and accommodate 

consumers with various disabilities 

but also to a provider’s ability to 

establish a relationship of reciprocity 

and trust with consumers, regardless 

of their ability status. 

 

 




