Health Disparities

Women with Disabilities and Health
o https://www.cdc.gov/nchddd/disabilityandhealth/women.html

The Double Burden of Women with Disabilities and Breast Cancer
o https://www.aahd.us/wp-content/uploads/2012/03/BreastCancer-
SecondaryConditionsTreatments.pdf
o https://mic.com/articles/134979/women-with-disabilities-are-more-likely-to-die-of-
breast-cancer-here-s-why

Disparities Among Mammography Screenings of Individuals with Disabilities
o https://mic.com/articles/134979/women-with-disabilities-are-more-likely-to-die-of-
breast-cancer-here-s-why#. XotBhwhNY

Breast Cancer Action — “Disparities and Breast Cancer”
o https://bcaction.org/site-content/uploads/2013/11/Disparities-in-Breast-Cancer-
Through-the-Breast-Cancer-Care-Continuum.pdf

Race and Ethnicity and Breast Cancer
o https://ww5.komen.org/BreastCancer/RaceampEthnicity.html

o http://www.communityscience.com/knowledge4equity/HealthDisparitiesChartBook.p
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WOMEN WITH
DISABILITIES,

SECONDARY
CONDITIONS
AND BREAST
CANCER

TREATMENTS

Women with disabilities face many
challenges, including the management of
secondary conditions as a result of their
primary  disabilities. Breast  cancer
treatments can make these challenges more
difficult, since treatment may cause short-
term and long-term side effects. However,
there are strategies to help monitor the
impact of breast cancer treatment side
effects that may affect disability and
secondary conditions.

What is a secondary condition
caused by a primary disability?

A physical, medical, cognitive, emotional or
psychosocial condition directly caused by
an existing medical condition or disability.
Researchers and healthcare professionals
believe that some secondary conditions can
be prevented or decreased by a
combination of health maintenance
practices, eliminating environmental
barriers, and improved healthcare access.
However, other conditions are part of
having a specific disability and can be
managed but not prevented.

In one study of women with physical
disabilities, the average number of
secondary conditions was 13 per woman, 5
of which were rated as severe or chronic.
Secondary conditions are very common in
people with disabilities and need to be
managed while undergoing treatment for
breast cancer.

Examples of common secondary conditions
that happen because of a disability may
include:

= Arthritis

= Cardiovascular conditions
= Depression

= Fatigue

= High blood pressure

= Joint pain

= Learning disabilities

= Obesity/weight gain

= Pressure sores

= Respiratory infections
= Social isolation

= Urinary tract infections

A secondary condition can be temporary or
permanent. It can be acute or chronic.

Spder

source: www. Thinkstock.com

Secondary conditions and breast
cancer treatments

Before you start breast cancer treatment

e Tell your health care provider about all your
health conditions, whether or not you think
they are related to your disability. Your
health care provider needs to understand
your medical status so he/she may properly
manage your breast cancer treatment.

e Your healthcare provider will consider how
your disability and secondary conditions
can influence the treatment options
available to you.

e Your healthcare provider will develop a
treatment plan based on your disability,
risk factors, secondary conditions and
possible treatment side effects.
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Why breast cancer treatment may affect my disability and secondary
conditions

e Breast cancer treatment often causes side effects. Some women have very few side effects
of treatment and some have many more. The degree of side effects has no relation to
whether or not the treatment is working.

o Side effects occur because cancer cells can grow and divide quicker than normal cells. Many
anti-cancer drugs (chemotherapy) are made to kill growing cells. Chemotherapy can also affect
normal and healthy cells that grow quickly. Damage to normal cells can cause side effects.

e Some side effects can worsen some secondary conditions, such as fatigue.

What are some examples of breast cancer treatment side effects that may
affect my disability and secondary conditions?

e Women going through breast cancer treatment may be more tired than normal, more nauseous,
have tingling in their toes and fingers, joint pain, swelling in the arm(s), and experience a variety of
other symptoms specific to the drugs they are taking. While you are going through chemotherapy,
you will receive ongoing blood tests to make sure your body is handling the treatments.

¢ Radiation is usually given daily for about 6 weeks, so the skin may become sore towards the end of
the treatment. Women getting radiation treatment may need special creams to help maintain their
skin so it does not break down or become infected. With the right creams, the skin will look just like
it did before the radiation treatment. It is important for you and your healthcare provider to take
care of your skin during treatment.

What are aromatase inhibitors?

e Drugs (daily pill) that some women often take for up to five years after they finish breast cancer
treatment. If you are taking an aromatase inhibitor (Tamoxifen, Arimidex) after finishing either
radiation or chemotherapy treatment, you may have additional side effects, such as increased joint
pain and elevated cholesterol. It is important that you tell your healthcare provider about any
additional symptoms you are having. These symptoms may affect your health and your disability.

e Since aromatase inhibitors and chemotherapy may cause loss of bone mass, it is important to have
a bone density test. This painless test to check for bone loss is a very important follow up test for
women with disabilities, who may already be experiencing bone loss due to their original disability
and secondary conditions. There are medicines you can take to help prevent bone loss.

REMEMBER--Be sure and ask your health care provider about how to manage the symptoms related
to cancer treatment. Let your healthcare provider know about any changes you have in managing
your disability, secondary conditions, or your general health.

For more information, please contact Komen Project Coordinator at 301-545-6140 x203 or visit our website at
www.aahd.us

This publication was made possible by a 2011-2012 grant from Susan G. Komen for the Cure®
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Upon Diagnosis:

e Steps for Women with Disabilities and Breast Cancer Diagnosis
o https://www.aahd.us/wp-content/uploads/2012/10/BreastCancer-Diagnosis.pdf

e Importance of Social Support Systems from the Susan G. Koman Website
o https://wwb5.komen.org/BreastCancer/WhatisSocialSupport.html

Survivorship:

e During and After Treatment
o https://www.cancer.org/treatment/survivorship-during-and-after-treatment.html
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WOMEN
WITH
DISABILITIES
AND
BREAST
CANCER
DIAGNOSIS

After your mammogram, the doctor
(radiologist) will check the results for
changes in your breasts by looking at the
mammogram X-ray. The changes may or
may not be signs of cancer.

Changes in the breasts some-
times found by mammograms
can include

Calcifications, which look like small white
spots on the mammogram and may or
may not be caused by cancer

A mass, which can be

v'acyst (a fluid-filled non-cancerous
sac) or

v'asolid tumor that may or not be
cancer

Your health care provider may
want to perform further tests to
get a better understanding of

your breasts.

He/she may want

to do one or both of the following

Ultrasound: an ultrasound can tell the
difference between types of lumps.
Ultrasounds do not hurt and help health
care providers find out about size, shape,
and thickness of lumps.

MRI: another way for doctors to take a
picture of the breast by using a large
magnet and radio waves.

You may need a biopsy after
your screening test

After your mammogram, ultrasound, or
MRI, your doctor may recommend you
get a biopsy afterward to prove for sure
that an abnormal area is cancer.

A biopsy is when a small amount of
tissue is removed from the breast.

Tips for getting a better biopsy —
Inquire about accessibility

Before getting your biopsy, find out
about accessibility to and within the
facility.

Tell staff beforehand about your needs.
Since biopsy tables are generally high
and sometimes hard for women with
disabilities to get up on, ask before the
biopsy if the staff has experience
helping women with disabilities.

Ask to bring someone to the biopsy to
help you.

source: Natlonal Cancer Institute
Author: Bill Branson (Photographer)

What happens after the biopsy is
done?

After the biopsy, the doctor can tell if
cancer is present and if it has spread
by looking at the tissue under a
microscope.

Depending on the results of the
physical exam and biopsy, additional
tests may also be needed.

If the doctor finds cancer, try not
to be afraid. It might help you to
know

The chance of a woman getting breast
cancer is one in eight women over a

lifetime. Breast cancer happens more
than you think, and you are not alone!

continued.......
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continued...

If the doctor finds cancer, try not to be afraid. It might help you to know

e There are about 3.1 million breast cancer survivors alive today in the U.S.

e Most recent statistics available from Susan G. Komen state the five-year overall survival rate
for early stage breast cancer is 99%.

¢ \Women are leading full lives with breast cancer. This is due to:

v’ Earlier detection (finding cancer early) through screening tests or exams
v Improved treatment

Tips for getting better care from diagnosis through treatment

e When discussing your diagnosis with your doctor, ask questions if you do not understand.

e You should bring a spouse, family member, friend, or caregiver with you to take notes and
ask questions.

e |tis especially important for women with disabilities to use the services that patient navigator
programs provide. These programs give information and support to those with breast cancer.

¢ From the point of diagnosis through treatment, patient navigators can help make sure that
women with disabilities get the services they need. Navigators help identify barriers to care
and resources to overcome those barriers.

e Always discuss any accessibility challenges with your doctor when discussing your diagnosis
and treatment plan.

REMEMBER--after being diagnosed with breast cancer, get as much information as possible about
your condition and the suggested treatment options.

2
American Association on Health and Disabhility S!i,(soar{']] eah

www.aahd.us

877-465-6636 (hotline)
ww5.komen.org

For more information, please contact AAHD Komen Project Director at 301-545-6140 x203 or visit our
website at www.aahd.us

This publication was made possible by a 2016-2018 grant from Susan G. Komen®.
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o List of FDA Mammography Sites
= hittps://www.accessdata.fda.gov/scripts/cdrh/cfdocs/cFMQSA/mgsa.cfm

o ScreenABLE
=  “The Program for Healthcare Justice and the ChicagoCHEC present ScreenABLE a
brief video about access to mammography for women with disabilities”
= https://www.youtube.com/watch?v=JXIkzwhG2-0&t=40s

o State Programs for Breast Health for Women with Disabilities

=  OR: https://www.ohsu.edu/xd/research/centers-institutes/oregon-office-on-disability-
and-health/resources/breast-cancer.cfm

= NY: https://www.health.ny.gov/publications/0953/

= FL: http://fodh.phhp.ufl.edu/cdc-funded-module-projects/module-b-the-right-to-
know/

= MT: http://mtdh.ruralinstitute.umt.edu/blog/?page _id=1235

= OH: https://www.ohsu.edu/xd/research/centers-institutes/oreqgon-office-on-disability-
and-health/resources/upload/CDC-Women-with-Disabilities-Breast-Cancer.pdf

= NH: https://www.dhhs.nh.gov/dphs/cdpc/bcep/index.htm

e http://mtdh.ruralinstitute.umt.edu/blog/wp-content/uploads/Responsive-
Practice-Providing-Mammography-to-Women-with-Disabilities.pdf

= RI:https://ww5.komen.org/uploadedFiles/ Komen/Content/What We_Do/In_the Co
mmunity/Assisting_ Community Health Needs/Rhode%201sland%202015%20Com
munity%20Profile%20Report.pdf

o Center on Research for Women with Disabilities
= https://www.bcm.edu/research/centers/research-on-women-with-disabilities

o Breast Screening Reminders
= komen.org/reminder
= http://apps.komen.org/Subscriber/new-user-
registration.aspx?unauth=1&ecid=vanityurl:114%3E

o Tips for Women with Disabilities on Understanding Breast Cancer (laminated tip cards)
= https://www.aahd.us/wp-content/uploads/2012/10/KomenTipSheets_06092016.pdf

o Project Accessibility USA — - https://www.aahd.us/initiatives/project-accessibility-usa/
= Project Accessibility USA Training Video
e http://www.project-accessibility-usa.org/Home.htm
= Project Accessibility USA Mammography Facility Assessment
e https://www.aahd.us/wp-content/uploads/2012/10/Facility-Assessment-5-20-
13-.pdf
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Additional Resources for Healthcare Providers =

Frequently Asked Questions about Mammography and the USPSTF Recommendations:
A Guide for Practitioners
o https://www.sbi-
online.org/Portals/0/downloads/documents/pdfs/Detailed Response to USPSTF Guideli
nes-12-11-09-Berg.pdf

Breast Cancer Screening (PDQ®)-Health Professional Version from the National
Institute of Health
o https://www.cancer.gov/types/breast/hp/breast-screening-pdg

Project Accessibility USA — Working with Women with Disabilities — On-line Course for
health professionals to understand and educate themselves about working with people
with disabilities

o http://www.project-accessibility-usa.org/Home.htm

Quick Guide to Interacting with People with Disabilities
o https://www.aahd.us/wp-content/uploads/2012/10/Quick-Guide-To-Interacting-7-
2-13.pdf
o Tips for Women with Disabilities on Understanding Breast Cancer (laminated tip
cards
= https://www.aahd.us/wp-
content/uploads/2012/10/KomenTipSheets 06092016.pdf

Removing Barriers for Women with Disabilities — Improving Accessibility (Power Point)
o https://www.aahd.us/wp-
content/uploads/2012/10/RemovingBarriersWomenDisabilities-ppslides.pdf

Guide to Disability for Healthcare Insurance Marketplace Navigators
o https://nationaldisabilitynavigator.org/wp-content/uploads/Materials/Disability-

Guide.pdf

Disability and Health- Healthcare Providers from the CDC
o https://www.cdc.gov/ncbddd/disabilityandhealth/hcp.html
o Project Accessibility USA — - https://www.aahd.us/initiatives/project-
accessibility-usa/
= Project Accessibility USA Training Video
e http://www.project-accessibility-usa.org/Home.htm
= Project Accessibility USA Mammography Facility Assessment
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-pdf

New Hampshire’s Disability & Public Health Project’s training for
mammography technologists — This service is available free of charge at this link:
o https://iod.unh.edu/projects/new-hampshire-disability-public-health-
project/responsive-practice-healthcare-providers

For more information, please visit:
https://www.aahd.us/
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