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Following in a hero’s footsteps

An interview with Women with Disabilities Health
Care Steering Committee Chair

fter the death of the  and cerebral palsy. She said,
Women with Disabili- “My work on that committee

ties Health Care sparked my curiosity and

(WWDHC) Steering interest in the importance of
Committee Chair, Colleen proper health care for women
Fraser, on September 11, with disabilities. | came to
Council Chair Maureen realize that this issue has been
Babula appointed Holly sorely ignored.”
Wetscher the new chair of the ~ Wetscher currently works
committee. as a develop-

Wetscher : ment officer
has a master’s for the Cere-
degree in bral Palsy
rehabilitation League in
counseling Union
from Hofstra County. She
University. serves on the
She worked as Union County
a rehabilita- Advisory
tion counselor Board on the
for 20 years in Disabled and

New York. on the Execu-
Throughout tive Board of
that time, she the Alliance
advocated for for Disabled
consumers, in Action,
helping them to achieve their Inc., an independent living
goals. center.

Wetscher has also served Her selection as WWDHC
on many boards and commit- steering committee chair was
tees, including a New York  bittersweet. “Colleen Fraser’s
State task force studying the tragic death was an enormous
relationship between aging  loss for everyone who knew



her. She was truly a champiotr
and she was my hero. lad- ==
mired her great strength and | *
steadfast commitment to evers
project she pursued. | was
grateful to have an opportuni
to work closely with her.
“When the Council asked
me to step in as chairperson
this committee, | felt tremen-
dously humbled and honored
Nevertheless, | was also
extremely ambivalent. She

accessibility and equality
for satisfactory healthcare.
The Media Committee
is working with all the
groups to generate ideas and
suggestions for the first
newsletter. These publica-
tions will focus on the
health issues of women
with disabilities and access
" to appropriate medical care.
“Our goal is to reach
out to as many women and

would be a tough act to health care professionals as
follow. possible in the state. Will distribute newslet-
“However, after | took a deep breath, | ters on an ongoing basis. We will do this to

thought of how passionately she felt about this communicate and develop a greater awareness
initiative. She would not have wanted it to end. and appreciation of the vital health care needs
As | told the steering committee, | know my  of women with disabilities.
small feet could never fill her shoes, but | would ~ “Eventually, we will have our own maga-
follow her footsteps in continuing her important zine dedicated to this topic. We will make a
work. Our entire committee has become even continuous effort to do press releases and
more united and committed. | sincerely thank allrticles to reach out to the public. In short, we
of them for hanging in there.” are getting the word out.”

Wetscher said the steering committee has The steering committee is also connecting
been hard at work these past seven months.  with the state medical and public health associa-

“The WWDHC steering committee has beertions and their sub-specialty associations.
working feverishly in developing an agenda to “Gynecological care is an extremely hot
address the myriad of issues raised at the Sumissue. The consensus among most women with
mit.” disabilities is that they are unable to obtain

The steering committee’s first step was to  routine examinations due to inaccessible tables,
create four subcommittees to accomplish its  mammography equipment, etc.

goals. These include: “Attitude is also a major barrier, according

= Wellness and Prevention to many women. The steering committee is

= Media and Publications working toward tearing down these barriers

= Advocacy and Legislation and creating systems change. | have great

= Research hopes that the health care needs of women with

The Advocacy and Legislation Committee disabilities will not be overldeed in our
and the Research Committee have been reviewvcommunities in New Jersey.”
ing literature and current legislation concerning
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Executive Ssummary

n June, 2001, 66 womaenvith disabilities gathered in

Iselin, New Jersey, from all over the state. They came

together to start a movement. The movement’s goals
were: to improve the quality of health care for women with
disabilities: to increase its availability and to assure that it is
delivered by health professionals knowledgeable about and
sensitive to the specific needs of women with disabilities,
regardless of the nature of those disabilities.

Led by keynote speaker June Isaacson Kailes, the women
identified a number of barriers that prevented them from
receiving adequate health care. Among them are:

B [nadequate preparation of medical professionals to treat
illnesses in women with disabilities;

B Inaccessibility of medical facilities and equipment, such as
doctor’s offices and clinics, mammography machines and
examination tables;

B Failure of medical professionals to treat women with
disabilities as fully human, denying their sexuality and capac-
ity to bear children and refusing to include them in important
medical decisions affecting them;

B Lack of adequate research on the impact of aging on
women with different disabilities.

Summit participants began to develop strategies to ad-
dress the most significant issues they had identified. They
established a steering committee to develop those strategies
further and to acquire the additional support and resources to
implement them.

—June Isaacson Kailes



n August 1999, the National Centers for term strategy. That strategy had to be created
Disease Control and Prevention and the and owned by a large number of women with

World Institute on Disability disabilities in New Jersey. Without their
held a national conference in San Antonio, ownership and active participation, change
Texas, called Promoting the Health and would not occur. Past efforts at health care

Wellness of Women with Disabilities. The N.Jteform made that very clear.

Developmental Disabilities Council sponsored The committee enlisted June Isaacson
Colleen Fraser, Executive Director of the Kailes to advise it. Well known for her exper-
Progressive Center for tise in health and

Independent Living and
a Council member, and
Kate Blisard, Director
of the People’s Support
Network, to attend.
They came back

determined to put what

they learned into action.
They sought and re-
ceived support from the
Council. With it, they
brought together a
group of women who
shared their interest in

wellness issues affect-
ing women with
disabilities, Kailes is a
consultant in that field.
Kailes participated
in the committee’s
initial planning session
by teleconference and
gave it invaluable
advice. She was
everyone’s choice to
keynote the summit,
once the decision was
made to convene one.

improving health care for women with disabili- That decision came early in the

ties in New Jersey. Theaup called itself the ~ committee’s deliberations. It decided it needed

Women with Disabilities Health Care Planning to expand its base to a larger circle of women

Committee. Fraser chaired it. with disabilities. It needed their help to define
The committee first met in the fall of 2000the issues. It needed their input to develop the

Its members were committed to producing  solutions. It needed their support and the

concrete, positive change. They also realizedpolitical muscle that comes with numbers to

they were embarking on a major undertaking.make those solutions happen.

Making the health care system more responsive That required some kind of gathering,

to women with disabilities would not be easy some coming together, even though the com-

or done overnight. mittee recognized the contradictions inherent
It would require commitment to a long-  in beginning any action-oriented activity with a



confeence. The survey went to a list of women advo-
“Who needs another conference? My cates with disabilities that each committee
shelves are full of conference folders I've member contributed to. It also went to the
never looked at after | got home.” female members of several advocacy groups:
“Who wants to sit through another day of the Monday Morning networks, the NJ Self-
experts without disabilities telling us what thepdvocacy Project, post polio and multiple
think we ought know and do about our bodiessclerosis organizations and other self-help

and minds?” groups. Women with disabilities from Partners
Gradually, the notion of a health care in Policymaking and Project Take Charge also

summit by and for women with disabilities  received the survey.

began to emerge. Women with disabilities More than 130 women with disabilities

would attend it. Women with disabilities returned the surveys. The committee used the

would address the health care issues that theyesults to prioritize topics for the summit.

had decided were important. At the summit, The committee also decided that the

women with disabilities would build an ongo- women who had completed the survey would
ing strategy, a broad range of related activitiebe the first ones invited to attend the summit.
to improve their health and wellness that That was the kind of commitment the commit-
would engage an ever widening circle of tee members knew they needed to accomplish
women with disabilities until its goals were  their goals and they wanted to reward it. Others
accomplished. were later added but attendance at the summit
After the summit, they would carry out thatvas by invitation only.
strategy with the energy it generated. They A date was set, a site located and transporta-
would seek continued support from the Coun-+ion arranged. Everyone pitched in, contributing
cil to carry out the strategy that ideas for the summit agenda,
emerged from the summit. brochure and logo. Committee
To broaden ownership of member Betty Gill rendered the
the summit even before it logo on her Mac computer. It
began, the committee devel- was crafted into a pin that
oped a survey to find out what every summit attendee received
health care issues were most and appears on the Council
important to women with website www.njddc.org, to
disabilities in New Jersey. The identify the ongoing activities
results of the survey were used resulting from the summit.
to structure the agenda for the
summit.




ixty-six women gath-  Access Board. Kailes does
&;ed at the Hilton consulting work for Research
oodbridge Hotel in  and Training Centers on
Iselin, New Jersey on Satur- Managed Care. She has
day June 16, 2001, to attend written several disability-
the“Women with Disabilities related books.
Health Care Summit: Strate- Kailes presented a national
gies for Change,’sponsored perspective on health,
by the Developmental Dis-  wellness and aging with a
abilities Council. At the disability. Half the room
summit, women with disabili- raised their hands when Kailes
ties defined problems and asked how many women have
began the search for solutionshad trouble finding a doctor
June Isaacson Kailes gavefamiliar with their disability.
the keynote to begin the More than half raised their
summit. Kailes is one of the hands when she asked how

J U N E most respected national many are having problems

leaders in the independent  with aging with a disability.

ISAACSON living movement. By presi-
KAI LES dential appointment, she is the  Kailes made these points:

chair of the United States

B In the past, aging with a
disability was not an issue.
We didn’'t age; we died. We
are the first generation of
women with disabilities to live
this long.

B Living longer means
coping with new, unexpected
health conditions. Women
with long-term disabilities
acquire age-related impair-
ments faster than our non-
disabled peers, even ahead of
older age groups. Our energy
depletes earlier. Research has
confirmed this.




B Lack of knowledge about

disab_ility by health practitio- [T 1S NECESSARYTO HAVE A CORE GROUPOF PEOPLEWHO
ners is a problem. We spend
billions on extending life, but WILL WORK AS LONG AS IT TAKES TO ADDRESS THESE ISSUES

little to help people cope with

. SOME IDEAS FOR THE CORE GROUPWERE BRINGING WOMEN AND
the extended life. The three

most common symptoms of THEIR HEALTH CARE PROVIDERSTOGETHER APPROACHING
post-disability syndrome are
fatigue, pain and weakness. INSURANCE COMPANIES, LEGISLATORS AND THE

These are common to all

disability groups. Doctors

give the reflex response,

‘You're getting older,” when-

ever women have increasing B Exercise facilities need to Advocates work in nanosec-

symptoms. We need to insist be convenient and accessible.onds. Researchers work in

that they take us seriously.  They must use equipment thatgeologic time. They're always
incorporates universal design saying, ‘We need data.’

B \We are not receiving principles so people with a

medical and preventive care broad spectrum of strengths B We need organizations

as effective as that provided tand abilities can use it. that provide advocacy and

others. support for us. They should
B We need knowledgeable teach us how to file com-

B Society and doctors think providers; best practice plaints and lawsuits.

women with disabilities don’t information, such as The

need to stay healthy or have aManual Wheelchair Training B The ADA is our power.

healthy lifestyle because they Guide and ADA enforcement. When we sue, they listen.

think we are already sick. We We need guidelines on sec-

need guidelines about fithess,ondary conditions. We need B We are often pioneers

exercise, nutrition and weight tests and screenings geared whether we like it or not,

control. Because we tend to toward disabled women. We pioneers who didn’t sign up

have sedentary lifestyles, we need seated mammograms for the expedition.

AMERICAN MEDICAL ASSOCIATION

need more exercise, but and exam tables that lower.

nobody tells us how or how The plenary session was
much. Where do we find B We need peer support. Wefollowed by four workshops.
personal trainers that know need to promote research that

about our issue? Where do wds cross-disability relevant. (]

find exercise tapes for us?  When we talk about functional
What equipment do we use? disability rather than an

Will weight lifting worsen or  individual disability, we can
help us? get more done as advocates.



1. Women’s Health and Disability as a Public Health Issue:
Access to Care, Paying for Care, Research and funding,
ADA issues

Colleen Fraser,Moderator

B Transportation companies are undependable, causing
women with disabilities to miss or be late for appoint-
ments;

B The health care system is inflexible when women witr_
disabilities are involved,;

B We don’t know what the medical schools teach provid
ers about women with disabilities;

B Receiving home health aide services under Medicare -
requires an individual to be homebound;

B The lack of written provision in the law for monitoring
ADA compliance is a problem; n

B \Women with disabilities face obstacles in obtaining
pharmaceuticals. Unless she is receiving Social Security
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Disability Insurance (SSDI), she cannot receive Pharmac
tical Assistance to the Aged & Disabled (PAAD) benefits;
People must have a job to get health care, and then cannot

get benefits due to having a job; “I'm looking forward to the
Women who need home health care have difficulty obtain-
ing enough service;

The Nurse Practice Act prohibits non-medical professionalsassume that doctors’ offices
from performing duties considered as “medical.”

day when we can just

and the people working
there are aware of their

responsibilities and how to
Monitor proposed changes in the Nurse Practice Act;
Contact the new National Center on Physical Activity and
Disability to obtain information; see them know the law and
Support bills that change Medicare and Medicaid run their offices in
homebound policies;
Unite with the American Association of Retired Persons
(AARP), become members, be on their boards, make our
issues their issues;
Know our rights under the Americans with Disabilities Act
and educate others about them;
Monitor doctors’ offices for ADA compliance for persons
with disabilities, including those with mobility and non-
mobility disabilities, both visible and invisible.

treat all people. | want to

compliance with the law.”

—NMarilyn Gelman Harelick



2. Women with Disabilities through the Lifecycle:
Sexual and Reproductive Health, Menopause

Janet Chiorello-Ellis, Moderator

B Doctors, especially gynecologists, show a lack of
knowledge of and respect for women with disabilities

B Doctors treat some women with disabilities as if the
don’t know their own bodies well enough to partici-
pate in their own health care decisions; physicians
not take their health care complaints seriously;

B Many doctors expect women with disabilities to
forego having children;

B The medical community does not understand that we
are sexual beings; =

B Mainstream women’s magazines do not deal with : : \
issues about the reproductive health of women with o \./
disabilities. 1

B Teach the public that we are sexual beings;

B Network with mainstream women’s groups to find comma
ground and distribute information;

B Educate girls and teens with disabilities so they can take
charge of their lives;

B Organize a conference to educate doctors, similar to a al
program at Villanova University, where women with :f:
disabilities educate health care professionals about peopjj
with disabilities;




B Learn how Villanova started its program and replicate it in
New Jersey;

B Offer sex education to students in special education;

B Report problems with doctors to health insurance
companies;

B Send copies ofamiliesmagazine to libraries, high schools
and gynecologists;

B Make the DD Council’s publications available in news
stands;

B Ask manufacturers of female products to fund research
on issues affecting women with disabilities;

B Get the beauty industry on our side;

B Let parenting magazines know how many women with

disabilities live in this country and ask them to write about
issues affecting us;

B Start a magazine or newsletter about the health and
wellness of women with disabilities;

B Participate in talk shows or health shows on cable stations
or New Jersey Network.

“We need to educate the world

that we are sexual beings.
(The world has) the attitude
that we shouldn’t reproduce
our disabled selves. When
pregnant by choice, our girls
with disabilities need to know
from us that they don’t have to
be told they can’t care for a
baby. ...We need to be men-
tors to our school systems to
talk about reproductive health

for girls with disabilities.”

—Paulette Eberle




THE WORKSHOPS

3. Health Conditions Resulting from Disability and Aging

June Isaacson KailesModerator
Issues:

B Attendant services are not available;

B Health care providers are not accessible;

B Medical examination equipment is not
accessible;

B \Women with disabilities lack knowledge
about ADA access laws;

B Managed care groups do not obey ADA
requirements;

B Health care providers can't distinguish
between disability and the typical aging
process;

B Doctors lack knowledge about the every-
day lives of women with disabilities;

B \Women with disabilities often don’t know
how to self-advocate and self-educate;

B \Women with disabilities have low energy levels.




Strategize to make information about the needs of women
with disabilities part of medical school curricula;
Continuing medical education should include disability
ISSues;

Make physicians aware of long term ramifications of certa
disability conditions;

Compile a directory of accessible doctors’ offices;
Contact pharmaceutical companies to obtain funding for
grants;

Find a legislative liaison with an interest in women'’s
disabilities;

Pool resources to create an office for disabled women’s = see people pursuing changes
health issues;

Be more informed about our conditions and what we need;
Senior and disability communities should unite on shared aging that haven't gotten the

concerns, kind of attention that is really

Look into ways to apply ADA enforcement to managed care _
groups; needed by health providers

Contact pharmaceutical companies whose doctors target and other disability related
Spec',ﬂc popylatlons; . . . . professionals in terms of our
Plan in-services and internships where medical profession- _ _

als can get hands-on training and learn about the needs ofown well being. ... | think we
women with disabilities; can do a lot in terms of

Use mainstream media to disseminate information;
Additional funding for services for research grants;

“In the future, | would hope to

related to health, wellness and

demanding better access to

Pool and centralize resources to find more money for services, not only physical
research; ) o o . . . access but also in terms of the
Create an office within the Division on Disability Services

to assist with research: way our secondary conditions
Find a legislative liaison who is familiar with the aging are seen. In other words, so

issues of women with disabilities;

Reach out to young people to help with lobbying;

Funnel more funds for attendant care through legislation = reply ‘you're just getting
like MiICASSA (Medicaid Community Attendant Services = jiqer

& Supports Act).

that we don’t take the classic

—June Isaacson Kailes



4. Staying Well: Fitness, Exercise,
Nutrition, Prevention and Screenings

Lisa Adams, Moderator

B [nsurance companies do not consider physical therapy or
exercise as preventive medicine;

B We need exercise videos for older women and those witt
disabilities;

B Women with disabilities don’t know how to exercise;

B Difficulty obtaining approval from physicians for swim
therapy as rehabilitation;

B [nsurance companies don’'t want to pay for swim therapy;

B We don’'t have enough information about healthy eating

“Many women are

nutrition for women with disabilities; concerned that medical
u poctors think women with disabilities don’t need screen- professionals just aren't
ings; - _
B Mammogram machines are inaccessible; listening ... Women run into a
B |t takes too long to obtain durable medical equipment. lack of accessibility and

compromise when trying to

access a doctor or testing.

B Createmobile units that have accessible exercise equipmen Just the physical
[ | i i : .

Develop a tallorgd home exercise program; ey T
B Gather information about accessible gyms;
B Look into aerobic tapes for women of all abilities; offices are a problem.”
B Find accessible water parks and recreation sites; —Christine Cripps Barker
[ |

Get information about hydraulic lifts for pools and acces-

sible examination tables;

B Ask libraries to stock catalogs of exercise videos for pre-
viewing;

B Market accessible and adaptive health and recreational
equipment;

B Develop a mobile van with accessible mammogram machin



uring the closing session, the participants established the

Women with Disabilities Health Care Summit Steering
committee to lead their ongoing efforts to refine and implement
those strategies they had discussed. The steering committee met
for breakfast the next morning to begin that work.

The Steering Committee Members:

Holly Wetscher, chair Christine Fraser
Christine Cripps Barker Betty Gill

Patty Bennett Marilyn Gelman Harelick
Kate Blisard Pat Krupka, staff
Cynthia Cline Campbell Dorothy B. McDowell
Janet Chiorello-Ellis Josephine Messina
Anita Clavering Janice Ortiz

Barbara Coppens Dottie Owens

Nicole L. Davis Sandra Pinkerton
Paulette Eberle Marianne Valls

llise Feitshans Mary Kay Weber

(Editor’s Note: Colleen Fraser chaired the first two meetings of
the steering committee after the summit. Following her tragic
death in the terrorist attacks of September 11, the activities of
the steering committee were suspended until the Chair of the
Council, Maureen Babula, appointed Holly Wetscher to fill
Colleen’s position.)



B National Center on Physical Activity and
Disability
http://ncpad.cc.uic.edu/home.htm
This site features bulletin boards on a

variety of topics, including research issues

pertaining to physical activity and disabil-
ity and adaptive fithess or recreational
equipment, an NCPAD monthly E-mail list
and an American Public Health Associa-
tion Disability Forum.

Health, Wellness and Aging with Dis-
ability

http://www.jik.com/hwawd.htm|

Includes: active health care consumer
strategies; information on specific disabili-
ties, ethnic and cultural diversity; equity
and access; exercise, managed care,
women’s issues and more.

Resources on Health Plans for People
with Disabilities http://www.jik.com/
pwdmcl.html

Includes: understanding managed care;
how to pick a plan; how to evaluate a
current plan; strategies for managing your
managed care; what to look for in health
care providers; Medicare and Medicaid;
advocacy issues and resources; medical
information; research projects and more.

Savvy Health Care Consumer Resources
http://www.jik.com/resource.html
A unique and helpful set of checklists for

choosing or evaluating health care provid-
ers, evaluating a plan for people with
disabilities and chronic conditions, and
worksheets on choosing and evaluating
health care plans.

Be a Savvy Health Care Consumer,

Your Life May Depend on it!
http://www.jik.com/resource.html

A guide that encourages consumers to take
greater responsibility for their own health,
wellness and health services. It helps
women to distinguish active from passive
health care behaviors and know why active
consumers have more positive results.

Be a Savvy Health Care Consumer
http://www.jik.com/resource.html

Audio cassette that covers consumers
dealing with health care providers and
health care providers dealing with people
with disabilities.

Center for Disability Issues and the

Health Professionshttp://
www.westernu.edu/cdihp.html

Part of Western University of Health
Sciences, this site includes information on
accommodating students with disabilities
who are training to be health providers,
ADA compliance, assistive technology,
communication access, web site accessibil-
ity, disaster preparedness for people with
disabilities, educating health professionals



on disability issues, history of disability =
and the health professions and profiles of
people with disabilities in the health pro-
fessions.

Aging with Developmental Disabilities:
Women'’s Health Issues ]
http://www.thearc.org/fags/whealth.html.

Disabled Women’s Sexual and Repro-
ductive Health Resource Packet
http://www.empowermentzone.com/

repropak.txt

Table Manners: A Guide to the Pelvic
Examination for Disabled Women and |
Health Care Providers

Sex Education for Disabled People,
Planned Parenthood Alameda/San Fran-
cisco, 815 Eddy Street,

San Francisco, CA 94109-1991

Orchid [ |
http://www.fpg.unc.edu/~ncodh/pubs.htm
This health and wellness magazine for
women with disabilities focuses on achiev-
ing wellness, not removing disability.
Articles inOrchidinclude topics such as
relationships, recreation and leisure, travel,
and gardeningOrchid also offers an abun- ®
dance of resourdestings.

The Manual Wheelchair Training Guide =
http://www.wheelchairnet.org/ProdServ/
Docs/WCN_MWTG.htm

PAX Press, P.O. Box 69, Minden, NV
89423-0069 Telephone: 775.783.8822,
Fax: 775.783.8823,

E-mail: paxpress@beneficialdesigns.com

Consent Decree Regarding Health Care
Services to People who are Deaf or Hard
of Hearing
http://www.usdoj.gov/crt/ada/cthosp.htm
(successful hospital ADA lawsuit).

Villanova University School of Nursing
www.nursing.villanova.edu/
womenwithdisabilities

One of its specific projects is to check bone
density in women with disabilities to
determine the incidence of decreased bone
density and to identify their risk factors.
610-519-4922

National Women’s Health Information
Center

www.4woman.gov

This organization has a section for women
with disabilities and a toll-free number,
1-800-994womAN.

NJ Developmental Disabilities Council
www.njddc.org/womenshealth.htm
Updates from the Women With Disabilities
Health Care Steering Committee, re-
sources, and personal experiences of
women with disabilities.

Disability and Health
www.cdc.gov/ncbddd/dh

Additional resources are posted on June
Isaacson Kailes’ web-sitaww.jik.com
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“l THOUGHT THE SUMMIT WAS A REALLY GOOD
START. | THINK THE PROOF OF HOW IT GOES IS IN
THE FOLLOW-UP. HOPEFULLY IT WAS A CATALYST
FOR THE GROUP TO PURSUE THOSE NEEDED
CHANGES THAT THEY IDENTIFIED ... IT'S MY HOPE
THAT PEOPLE DON'T LET GO OF THE ISSUES. You
HAVE A STRONG COUNCIL IN TERMS OF PURSUING
THE ISSUES. | HOPE THEY'LL TAKE THESE ISSUES
AND RUN WITH THEM.”

—JUNE Isaacson KAILES
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