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Preface

Access to health care and insurance is the
difference between living a quality life,
existing day-to-day, or dying.

In the spring of 1999, | woke up one morning, opened my eyes,
and came to the realization that | was dying. The lack of accessible
medical facilities, medical equipment, and comprehensive quality
health care, along with assumptions about my disability based on
my weight, had placed me in the position that if | did not get
proper medical attention soon, |1 would die within six months.

The first thing I had to do was accept that access to health care is a basic right for all people,
including people with disabilities. Unfortunately, the health care industry and the disability
rights movement have been at odds for a long time. The lack of understanding between
these two has helped to create and maintain service delivery systems that, at best, provide
less than adequate health care to people with disabilities. Several factors help perpetuate
this problem. Traditionally, doctors have not been trained to provide comprehensive and
quality health care to the disability community. Instead, the medical system has emphasized
cures for health conditions. As a result, it has ignored the needs of men and women with
disabilities who are not seeking to cure their conditions, but to live with their disabilities.
The medical system is also often paternalistic in its approach to our health care. Instead of
creating a partnership with us, medical providers frequently make decisions about our care
without our input. In many cases, they talk to our family or our caregivers instead of us.
It sometimes appears that they think we do not have the capacity to understand our own
health conditions. Our repeated experience of inaccessible and inadequate health care has
rendered us mistrustful of and disengaged from the medical system. All too often, we have
accepted such conditions through indifference, fear, anger, and apathy. The challenge that
faces people with disabilities is to take back our power—require that our health care and
insurance providers enter into new partnerships with us to better manage our health care
and insurance needs.

At first, being my own advocate was very hard for me. | had allowed the health care system
to make all the decisions for me concerning the treatment of my disability, to the point
where | had become immobilized. I finally realized that | had to take personal responsibility
for my health and begin to advocate for my health care.



For me, the key to self-advocacy was making the decision to live a quality life—not just to
exist. My first step was to establish a strong support network, which included my family,

friends, a disability service agency, and my doctor. Since my doctor and | agreed to establish
a partnership, he has become my greatest advocate in a medical system that is immersed in
red tape. | now understand that we can no longer leave our health care to the HMOs and
other insurers. Two years later and four hundred pounds lighter, I can truly say that I am

living a quality life and that I have never before felt such a sense of happiness and well-being.

The bureaucracy of the health care and insurance industries can be daunting and confusing,
but knowledge is power. This publication was written to educate people about their rights
and how to exercise them. Through the Maze is a comprehensive look at the issue of access
to health care and insurance. This publication addresses many types of barriers, including
physical, communication, and attitudinal barriers. It covers access to private health insurance
and public health programs. It provides many resources to guide both consumers and their
providers through the health care and insurance maze. It is the hope of Disability Rights
Advocates that this handbook will enable consumers, advocates, health care providers, and
the health care and insurance industries to work together to provide quality health care and
insurance for all our citizens.

Be Well,

a6

Vanessa L. White, Director
Health Access Project



Introduction

Getting good health care is a challenge for many people with disabilities. Sometimes the
problem is a physical barrier, such as a steep ramp or an examination table that is too high.
Other times, a lack of interpreters or alternative formats such as Braille causes ineffective
communication between the patient and the health care provider. And sometimes a health
care provider’s poor understanding or bad attitude about disability gets in the way. Because
of these and other types of barriers, going to the doctor can be an uphill struggle. High
health care costs and problems with insurance make the problems worse and lead many
people with disabilities to go without the health services they need.

By introducing you to federal and state laws that protect Californians with disabilities, this
handbook can help. When you know your rights, you can be a better advocate for yourself
and your family.

The handbook has three main sections:

Section 1: Access to Health Care

Section 1 explains your right of access to health care facilities and the services
they provide. It also discusses your right to emergency care and includes tips for
choosing a provider and handling access problems.

Section 2: Private Insurance

Section 2 helps you learn about insurance rights in California, including:
(1) protections when you get health insurance through a job or apply on your
own, (2) benefits that health plans must include, (3) access to primary care
doctors, specialists, and second opinions, (4) challenging an insurer’s refusal to
pay for your care, and (5) continuing your coverage when you lose access to an
employer’s group health plan. This section also introduces you to long-term care
insurance and Medigap insurance, which supplements Medicare.

Section 3: Public Health Programs

Section 3 discusses programs that offer free or low-cost insurance or health
services in California. It includes information about durable medical equipment
(DME), the relationship between immigration status and public health benefits,
and transportation.



Vi

This handbook is a resource you can keep and turn to when you have questions
about access to health care, insurance, or public health benefits in California.

Because the information presented here can be complicated, do not be surprised if you
need to read some sections more than once. Quotation marks are often used for special
terms, many of which are defined in the text. When a deadline for taking action is noted,
assume that the clock starts ticking on the date that is on the notice of the decision you
want to challenge (not the date you receive the notice). Because many topics relate to one
another, you will often see references to other handbook pages. The table of contents and
index can also help you find the topics that matter to you.

The following icons appear next to paragraphs containing telephone numbers,
websites, deadlines, and other key information.

g 0O G

Very Good to Deadline Telephone Website/
Important! Know Number E-mail

This handbook does not tell you all there is to know about the law, and it is not legal advice
for your individual situation. The laws governing health care and insurance are complex
and frequently change. (Check DRA's website for updates on the law.) It is important that
you get accurate and up-to-date information if you encounter a problem or need to make a
decision about your health care, insurance, or public health benefits. Sometimes, you may
need a lawyer or other advocate. The handbook identifies sources of information and help.
Many resources are listed in the text, where they relate to the topic being discussed. More
general disability and health resources are included in the Resource Guide that starts on
page 147.

This guide comes in alternative formats (Braille, large print, and computer disk) and in
Spanish, and it is available online at www.dralegal.org. It is part of the Health Access Project
at Disability Rights Advocates (DRA), a nonprofit law center dedicated to protecting the
civil rights of people with disabilities. DRA conducts workshops about health care and
insurance rights. In addition to this handbook, DRA has other publications, including
Disability Watch, Volume 2 (a statistical report about people with disabilities) and a legal
treatise on health care and insurance rights for people with disabilities. The legal treatise is
a more technical version of this handbook.

To order a free handbook or check if a workshop is scheduled for your area, call DRA at:
888-926-0274 (toll-free), 510-451-8644 (voice), 510-451-8716 (TTY), or e-mail healthaccess
@dralegal.org.

DRA’s Health Access Project is funded by The California Endowment.
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