Identifying Gaps in Breast Cancer Research

Disability Status

Introduction

According to 2005 data from the U.S. Census
Bureau, 15.5 percent of California adult women
living in the community have disabilities, or 2.1
million women; among women 65 years and older,
42.1 percent have a disability." An additional
87,000 California women with disabilities live in
institutions such as nursing homes, or about 0.7
percent of adult women.? As the population ages
and as the life expectancy of women with
disabilities is increasing,® the number of women
aging with disabilities is growing.* Very little,
however, is known about the cancer experience of
women with disabilities. To date, the literature on
breast cancer among women with disabilities has
almost entirely focused on issues related to
screening, and to a lesser degree, treatment. There
remain critical gaps in our knowledge of breast
cancer in this large segment of the U.S.
population.

The dearth of information on breast cancer among
women with disabilities is reflective of a more
general neglect of research interest in the health of
people with disabilities. Historically, most public
health resources have focused on preventing
disability in the healthy population, rather than
promoting health among people with disabilities.
In the early 1990s, the glaring absence of baseline
data on people with disabilities was highlighted by
the U.S. government’s report Healthy People
2000.° Nine years later, in its follow-up report,’
the Center for Disease Control and Prevention
(CDC) for the first time set out specific goals
addressing the health and well-being of people
with disabilities: 1) promote health of adults with

disabilities; 2) prevent secondary conditions
among people with disabilities; 3) eliminate health
disparities between people with and without
disabilities.” In response, there has been
considerable research in the last five years on
health promotion efforts targeting people with
disabilities. Now is the ideal time for breast
cancer researchers to seize this momentum and
build upon these efforts to lessen the burden of
breast cancer among this large and growing
segment of the population.

Concept/Exposure Definition

The concept of disability has evolved over time.
Thirty years ago, disability referred solely to an
underlying physical, cognitive, or psychological
impairment or health condition. Today, disability
is conceptualized as a combination of the
condition, the individual’s ability to function in
various domains, and the interaction between the
person and the environment in a way that
enhances or prevents full social participation.®
Disability is usually defined according to the
presence of functional or activity limitations,
which are part of the definition used by the
Americans with Disabilities Act (ADA), and in
population surveys such as the CDC's National
Health Interview Survey (NHIS) and Behavioral
Risk Factor Surveillance System (BRFSS), and the
U.S. Census Bureau's Survey of Income and
Program Participation (SIPP) and American
Community Survey (ACS). These surveys, which
offer widely divergent prevalence estimates of
disabilities in the U.S. population according to the
particular questions asked, were designed to
capture a broad population with any type of
activity or functional limitation. More traditional
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measures of disability identify limitations in
Activities of Daily Living (ADL), which are self-
care activities such as bathing or dressing;
limitations in Instrumental Activities of Daily
Living (IADL), which are activities often
associated with independent living, such as going
out to shop or to a doctor’s visit; and limitations in
a person’s ability to work.” The World Health
Organization, striving to codify a standard
classification of disability, developed the
International Classification of Functioning,
Disability, and Health (ICF). Since an individual's
functioning and disability are considered to
depend, in part, on the person’s environment, the
ICF does not provide a single way to determine
disability status. Instead, the ICF suggests a
classification scheme to define disability in the
context being studied.™

In the context of studying the impact of breast
cancer on women with disabilities in the U.S., it
clearly is necessary to define disability in a variety
of ways, depending on the research question being
studied. Unfortunately, however, there has not
been any systematic approach to identifying the
pertinent definitions of disability status with
respect to the various breast cancer outcomes of
interest. Even breast cancer studies designed to
address the same research question have had little
consensus on the definition of disability. Some
studies have focused only on long-term disabilities
such as deafness or blindness,™ *? while others
have utilized the more traditional definitions
focused on ADL and IADL, which may include
both long-term and short-term disabilities.™
Disabilities associated with chronic medical
conditions such as obesity or severe asthma are
often, but not always, included in the disability

literature. Consideration of
cognitive/developmental disabilities separate from
physical disabilities is likely to be of critical
importance,* as is consideration for the degree or
severity of disability and how it impacts
mobility.”>*" Other studies use Medicare
eligibility or receipt of Social Security Disability
benefits as a de facto definition of disability
among non-elderly women.*®*° Such a definition
can be faulted for two reasons. First, it excludes
many women with significant disabilities who
may not qualify for these benefits, either because
their disability does not meet the restrictive Social
Security definition based on inability to work, or
because they lack sufficient work histories.
Second, it includes some women without
disabilities who qualify for benefits for reasons
other than disability, such as the transfer of
benefits from a deceased parent. A functional
measure of disability, though often not available in
the datasets being analyzed, would be far superior
to using program participation as a proxy for
disability status.

In summary, there is a clear need to systematically
identify the population of women with disabilities
of particular interest when performing research
related to specific aspects of breast cancer. When
available, existing data should be used to inform
such studies. As discussed below, it is likely that
even within one area of the breast cancer
continuum, it will prove useful to sub-categorize
disability to better pinpoint the sources of
disparities between women with and without
disabilities.
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Biologic Plausibility

There is no observed overarching unifying
mechanism by which “disability” directly affects
breast cancer risk. The question has not even been
asked yet about whether there is overlap between
genetic markers for breast cancer and genetic
markers for specific disabling conditions.
However, research on breast cancer among
disabled women stands to offer unique insights
into the disease. Perhaps the best example of
biologic plausibility arises from the small body of
literature on breast cancer among blind women.
The observation that blind women appear to be at
a reduced risk of breast cancer led to what is now
known as the ‘melatonin hypothesis.’®® This
hypothesis states that women who are blind, by
virtue of having no light stimuli, have high levels
of melatonin, which, in turn, reduce breast cancer
risk. This hypothesis has spurred an entire area of
breast cancer research which has offered important
clues into both the etiology and treatment of breast
cancer (see Section I, Chapter H, on Light at
Night). By neglecting the breast cancer
experience in the large segment of the U.S.
population with any type of disability, we may be
overlooking important clues into the disease’s
etiology.

Critical Review of the Literature
Prevention

Primary breast cancer prevention could take the
form of exercise, chemoprevention (such as the
use of tamoxifen or raloxifene),?! prophylactic
oophorectomy, or prophylactic mastectomy.?
There have been no studies of the degree to which

women with disabilities engage in these
preventive strategies.

Many of the factors that have been established to
influence risk for breast cancer (e.g., age at
menarche, age at menopause, parity, age at first
birth, family history) are difficult, if not
impossible, to modify. Behavioral factors (e.g.,
alcohol consumption, physical activity, breast-
feeding), which should be more amenable to
change, have also proved fairly resistant to
modification, at least at the individual level. Some
macro-level primary prevention activities recently
have been proposed by Willett and colleagues.?®
Included in these recommendations are changes to
society’s infrastructure, which can help promote
physical activity and healthful eating habits;
development of social norms for low alcohol
intake by women; and facilitation of childcare and
breast-feeding for working women.? In
addressing these and other potential breast cancer
prevention strategies, the accessibility needs of
women with disabilities need to be considered.

Primary breast cancer prevention that focuses on
reduction of behavioral risk factors in general has
been the subject of a small number of intervention
development studies in populations of women
with disabilities.***® These interventions
addressed the needs of women with physical
disabilities and took the form of face-to-face
workshops, generally employing psycho-
educational and behavior modification approaches.
Their effectiveness was limited, however, by
several factors that inhibit participation by women
with physical disabilities. One recent study
identified four major barriers to participation in a
health promotion program by women with
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physical disabilities: transportation, cost of
program, lack of energy, and lack of knowledge
concerning program availability. When these
barriers were eliminated by providing free
transportation, charging no fee for the program,
reducing the fatigue that often occurs getting to a
site by providing door-to-door transportation, and
developing an accessible and individually-
designed exercise program at a fitness center,
attendance in the program was over 85 percent and
every participant completed the program.”

Recent qualitative studies of health promotion
efforts among Deaf women highlight the need to
address the barriers specific to the type and/or
severity of the disability.*"** These two studies
report that even a group of Deaf women with
fairly high levels of education had an alarming
lack of knowledge about the meaning or value of
standard health screenings, the purposes of
prescribed medications such as hormone therapy,
or the necessity for other medical or surgical
interventions such as hysterectomies.” Since
prevention strategies are contingent upon
knowledge and education, improving health
communication to women with disabilities is a
requisite first step.

Incidence

There is scant data on the incidence of breast
cancer among women with disabilities.
Prevalence data from the 2005 California Health
Interview Survey indicate that California women
with broadly defined disabilities are much more
likely than their non-disabled counterparts ever to
have been diagnosed with breast cancer (4.4
versus 1.9 percent), but that these differences can
be accounted for by the older age distribution of

the sample with disabilities.®* Similar prevalence
rates do not necessarily imply similar incidence,
however, because survival rates may also vary.

As for specific disability groups, the little
information that is available is almost entirely for
blind women, for whom the reported incidence of
breast cancer is lower than in the sighted
population.®*** The reduced risk of breast cancer
among blind women appears to be limited to those
with total blindness or severe visual
impairments,** * although one study reported
reduced risks across most categories of visual
impairment and a decreasing trend with greater
level of impairment.3* Generally, the results from
these studies are consistent with a hypothesized
reduced risk of breast cancer in blind women due
to higher levels of melatonin secretion by the
pineal gland in response to the lack of ocular light
perception.”® These studies, however, tend to be
limited by small sample size and lack of
information on other breast cancer risk factors that
may co-vary with visual impairment. Information
on nulliparity, a well-established risk factor for
breast cancer, available from one study, suggested
that blind women are much more likely to be
nulliparous than sighted women.* This would
increase, not decrease, breast cancer risk. Future
incidence studies of breast cancer among blind
women would be strengthened by incorporation of
measured levels of circulating melatonin, greater
sample sizes, and information on age at onset of
visual impairment and on other breast cancer risk
factors.

Beyond the incidence literature among blind
women, there is virtually no information
concerning the incidence of breast cancer among
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other groups of women with disabilities. While a
1998 analysis of the lowa 65+ Rural Health Study
reported a decreased risk of breast cancer among
women with disabilities,* a follow-up study using
data from the Longitudinal Study on Aging failed
to replicate these findings.>” There is some limited
information available on cancer incidence among
people with developmental disabilities in
Scandinavia. These studies suggest that while the
overall incidence rate of cancer in people with
developmental disabilities may be similar to that
of the general population, the pattern of
malignancies appears to be different.>® A small
study in Finland reported no difference in breast
cancer incidence among a cohort of people with
developmental disabilities, compared to the
general population, although this result was based
on only 23 cases and included both men and
women.?

Observational studies have suggested that the
distribution of many of the known breast cancer
risk factors is different among people with
disabilities, compared to the general population
(see Etiology subsection below). This suggests
that breast cancer incidence is likely to be
different among people with disabilities, compared
to those without disabilities. There is a clear need
to better document the incidence of breast cancer
among people with disabilities. Studies designed
to do so should be specific as to type, severity, and
age at onset of disability. Results from such
studies could help prioritize and target breast
cancer prevention efforts among this population.

Etiology

For women with physical limitations, the etiology
of breast cancer stems from biologic factors,

combined with increased risk on the array of
health conditions and behavioral factors that are
associated with breast cancer. Associated
sociodemographic characteristics and health
behaviors among disabled persons have received a
fair degree of attention, although results have not
been entirely consistent and studies often have
failed to take into account the type and severity of
disability.

According to the American Cancer Society,*
women have an increased risk of breast cancer if
they experienced menarche before age 12, gave
birth for the first time after age 30, have never
breast-fed, have a history of diabetes or
hypertension, use alcohol, use oral contraceptive
or hormone replacement therapy, are obese and
have a high fat diet, or are physically inactive.
Women with disabilities, particularly physical
disabilities, are at higher risk of breast cancer on
many of these factors. Some types of disability,
such as spina bifida, are associated with early
menarche.** Many women with physical
disabilities have never had children and, therefore,
have never breast-fed.** Blind women are also
more likely to be nulliparous.®® Some studies have
suggested greater hormone therapy use among
disabled women,**** while one earlier study
suggested the opposite.*® We also know that there
is a disproportionately high prevalence of diabetes,
hypertension, obesity, and physical inactivity in
the population of women with physical
disabilities,** *©* characteristics that are likely to
yield a higher risk of breast cancer.”® Lower rates
of physical activity have also been reported for
women who are blind compared to their sighted
counterparts.*
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Although evidence is mixed about the link
between smoking and breast cancer, studies have
shown that certain segments of the disabled
population (including both men and women) are
more likely to smoke and be heavier smokers.>>*
However, one study found no differences in
tobacco use by disability status.** Smoking habits
may>" or may not>® vary by the type and severity
of disability. One population-based study found
that women with physical disabilities between the
ages of 18 and 44 were twice as likely to smoke as
women without disabilities in the same age
group.*® The role of smoking in breast
carcinogenesis remains unclear, although recently
evidence for a risk relationship has been mounting
(see Section I, Chapter A, on Secondhand Smoke).

Better information on the characteristics and
health behaviors of women with disabilities, in
conjunction with better information on incidence,
could provide useful insights into etiology.
Disentangling some of the seemingly incongruous
findings may help illuminate the importance of
competing risks and alternative pathways of breast
carcinogenesis. Identifying which risk factors are
more prevalent among the various groups of
disabled women could provide avenues for
targeted breast cancer prevention efforts.

Screening

Comparatively, research on breast cancer
screening among women with disabilities has
received more attention than other areas of the
breast cancer continuum. Most of the literature on
this topic to date has focused on mammography
utilization. Nearly every study has reported lower
rates of screening mammography among women
with disabilities compared to women without

disabilities.”*> 17 46:5>%8 5ome studies, however,
found this only to be true among women with
more severe disabilities™™" **>>>% or among
women with specific types of disabilities, such as
developmental disabilities™* or disabilities
involving mobility limitations of the lower
extremities.”® Furthermore, one study reported
that mammaography use was less frequent among
women with long-term but not short-term
disability. ™

Data from the 2005 California Health Interview
Survey show gaps in receipt of mammograms
during the prior year between women 40 years of
age or older with and without disabilities,
differences that are statistically significant when
age differences between the two populations are
controlled. While 64.7 percent of women without
any type of disability reported prior-year
mammograms, only 61.3 percent of women with
broadly defined disabilities did so. The gap is
much larger when a narrower definition of
disability is used. For example, only 54.4 percent
of those who reported difficulty leaving the home
alone had received a mammogram in the prior
year, as had 56.3 percent of those reporting
difficulty with self-care activities such as bathing
and dressing.®" Prior analyses of California data
also found disparities by disability status.®® ®*

Data from the 1998 and 2000 Behavioral Risk
Factor Surveillance System (BRFSS) suggest that
disparities in mammography use by disability
status may be lessening.”® Data from the 1998
survey showed women with severe disabilities
were less likely to receive mammograms, while
the 2000 survey suggested women with severe
disabilities were slightly more likely to receive
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mammograms than the population without
disabilities.™> No similar changes, however, were
seen in the prevalence of clinical breast exams
among women with disabilities for the same time
period.”

Identifying barriers to screening in the population
with disabilities is the first step to eliminating
those barriers. Research to date has identified a
number of physical and attitudinal barriers to
breast cancer screening. Physical barriers cited
include: transportation difficulties; heavy doors;
inaccessible offices, bathrooms, exam tables, and
mammography equipment; and inadequate time
allotment for appointments.'® 76264 A 1999
study reported that nearly 20 percent of primary
care physicians surveyed had offices that were not
compliant with the ADA and these physicians
were unable to serve their patients with disabilities
as a result.” Attitudinal and/or informational
barriers, both among women with disabilities and
their health care providers, also impede breast
cancer screening efforts. Health care providers
receive very little, if any, training in health
promotion efforts for patients with disabilities.
Consequently, many are ill equipped to interact
with patients with disabilities and are uninformed
of their needs. Women with disabilities have
reported that healthcare providers often neglect to
address screening even after being directly
asked'® " and many cite the ‘negative attitude of
health care providers’ as the most difficult barrier
to health care access.®® ®" For patients with certain
disabilities, clinicians may believe that life
expectancy is not sufficient to warrant preventive
screenings.t” % Patients with disabilities may
believe that they do not need a mammogram
because they are at low risk for breast cancer® or

they do not understand the purpose of it.
Steinberg and colleagues reported the belief
among some Deaf women that mammography is
only necessary for women who are experiencing
symptoms of breast cancer.*?

As is true of the other aspects of the breast cancer
prevention continuum, barriers to screening are
likely to vary by the type and severity of
disability. Language barriers may be particularly
acute for Deaf women who are often not provided
with a qualified sign language interpreter during
health care visits.'**? Many Deaf women, in fact,
do not use interpreters and are limited by a
knowledge of medical vocabulary similar to that
of non-English speaking immigrants.'? Perceived
physical barriers to mammography may pose
especially strong barriers for women with severe
lower extremity disabilities who incorrectly
assume that one must stand for a mammogram or
who find that the clinic’s mammography
equipment is indeed inaccessible to them.
%488 Many women with disabilities have health
conditions requiring a great deal of contact with
healthcare providers, and they may be resistant to
scheduling additional visits for preventive
services; bad experiences during prior attempts at
mammography may further dissuade them.®* ©7:

13,17, 62,

A small number of projects have attempted to
develop education campaigns or interventions
aimed at increasing mammography among women
with disabilities. These include a CDC-funded
public education campaign,”® a CDC-funded pilot
project testing two interventions targeting women
with disabilities in the San Francisco Bay Area,”
and an ongoing CBCRP-funded project to develop
an intervention for Latinas with disabilities living
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in California’s Central Coast.”” The CBCRP-
funded Breast Health for Women with Disabilities,
in the San Francisco Bay Area, has used telephone
survey data to develop a manual with best
practices on making breast cancer screening
accessible to women with disabilities and to
educate disability and breast cancer screening
agencies.”

In summary, while disparities in breast cancer
screening for women with disabilities are well
documented, there remain critical gaps in our
knowledge of the factors that underlie these
disparities. In order to develop effective and
targeted intervention strategies to promote breast
cancer screening among women with disabilities,
future research must focus on identifying the
specific financial, physical, and
attitudinal/informational barriers to breast cancer
screening, taking into account both the type and
severity of disability.

Diagnosis

If disparities in screening exist, as the discussion
above suggests, then presumably disparities in
stage at diagnosis would exist as well. There is,
however, a dearth of evidence to support or deny
this supposition. Two studies have suggested that
women with disabilities are diagnosed at a later
stage than women without disabilities,*® " while
another did not.* The varying ways that disability
was defined across these three studies may
partially explain the disparate findings. There is
evidence that women who are obese tend to be
diagnosed at a later stage.” " Obesity, however,
in the context of disability research is complicated.
While obesity can be considered a cause of

disability in and of itself, it also is a frequent
consequence of another disability.

Access to Clinical Trials

As a matter of protocol, women with disabilities
are usually excluded from participation in clinical
trials.”” The mere presence of disability or any of
its frequent co-morbid conditions are almost
always listed as exclusion criteria. The de facto
exclusion of women with disabilities from clinical
trials often results from inaccessibility of the trial
facilities or the lack of equipment that can
accommodate the needs of women with mobility
impairments.”® Consequently, no information is
available on optimal treatment protocols for
women who have a disability.

Treatment

A recent, groundbreaking study found substantial
differences in treatment between women with
disabilities who were diagnosed with early-stage
breast cancer and their non-disabled counterparts.
In a large study using registry data from several
geographical areas in the U.S., women under age
65 who qualified for Social Security Disability
Insurance (SSDI) and Medicare coverage were
found to be much less likely to have received
breast conserving surgery (as opposed to
mastectomy) than similar women who were not on
SSDI or Medicare.*® The researchers were unable
to determine the extent to which these differences
were attributable to patient preference versus
physician recommendation.

Previous studies were much less definitive. Caban
and colleagues studied treatment in a small cohort
of women undergoing surgery for breast cancer
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(n =234 women, 39 of whom had disabilities). In
this study, in which disability was defined as
‘having a physical disability that interfered with
mobility or activities of daily living,” lower rates
of breast conserving surgery and neoadjuvant
chemotherapy were found, although they were not
statistically significant.* Recently, results from a
study of patients with Alzheimer’s disease
suggested dramatically different treatment
protocols for this set of patients.”* Women with
Alzheimer’s disease were less likely than those
without the disease to receive surgery, radiation,
and chemotherapy for their breast cancer.”
Reasons for these disparities were unclear.

More information on breast cancer treatment
received by women with disabilities clearly is
needed to identify potential disparities in breast
cancer treatment by disability status. Furthermore,
it is important to identify and distinguish between
differences that are necessitated by the disability
itself, versus disparities that are a consequence of
misinformation and/or discrimination. For
example, the inability to lie flat or adequately
abduct the arm (as is common with some types of
physical disabilities) may make it difficult or
impossible to deliver radiation therapy* and
consequently would preclude breast conserving
surgery as well. Likewise, there have been reports
of severe side effects of radiation therapy when
administered to women with active lupus.’
Unfortunately, such observations are often
anecdotal and undocumented.

There is no information on how breast cancer
treatment affects a woman’s disability-related
functional limitations. Women who rely on their
arms for transferring and conducting their daily

activities or who use crutches for ambulation
would have a severe reduction in functioning after
surgery and while recovering. How they manage
to meet their functional needs during recovery is
unknown. No studies have examined whether
their rehabilitation needs are met. How
chemotherapy or radiation therapy affect their
functioning is unknown. It is also unknown
whether they are ever able to achieve their pre-
breast-cancer-treatment level of functioning.
There is no documentation about how the course
of their recovery from breast cancer differs
compared to women with no preexisting
disabilities. The exclusion of women from clinical
trials and from health research in general has
created a void of information on how the presence
of a disability should or should not influence
therapeutic treatment modalities.

Survival

There are some characteristics that are more
prevalent in people with disabilities (e.g. poverty,
smoking, depression, stress, social isolation,
publicly insured, obesity) that could negatively
impact survival. Furthermore, treatment
differences (see above) may also affect survival
among women with disabilities. More study is
clearly warranted.

Co-Morbidity

There have been no systematic studies of overlap
between cancer co-morbidities and disability co-
morbidities. Previous research has identified pain,
weakness, and fatigue as the most common co-
morbid or secondary conditions reported by
women with physical disabilities.”® Other
common problems that often accompany disability

Section Il. Disparities in Breast Cancer
Chapter C. Disability Status

DRAFT 6/18//07 Page 9



California Breast Cancer Research Program

are overweight,*® " depression,®® ® and mobility

limitations.2° Each of these six conditions could
also be a consequence of breast cancer treatment
and recovery. The fatigue and weakness that
result from radiation therapy would likely
compound pre—diagnosis fatigue and weakness.
No studies, however, have examined levels of
these conditions prior to cancer diagnosis
compared to post treatment. Breast surgery often
results in temporary or permanent limitations in
the use of the arm on the affected side. If thisarm
is needed for propelling a wheelchair or crutch
use, its impairment could result in additional
mobility limitations. Many women take steroids
to manage the inflammation that is part of joint
and connective tissue diseases and must deal with
the side effect of weight problems. If steroids are
then needed as part of breast cancer treatment, it is
not known whether weight problems will increase
or if the pre-morbid dietary coping behaviors will
serve to minimize the effect of additional
medication. Similarly, coping behaviors for
depression associated with disability may transfer
to dealing with the diagnosis of cancer. On the
other hand, being confronted with two
stigmatizing and life-altering conditions
simultaneously may exceed some women’s coping
capacity and lead to increased needs for
psychotherapy and antidepressive medication. In
many cases, it is impossible to separate the effect
of disabilities from the effect of cancer treatment
on these co-morbid conditions. Studies that
compare the status of these conditions pre-
diagnosis with post-treatment would offer valuable
information.

Quality of Life

Quality of life after breast cancer for women with
disabilities may be influenced by factors that go
beyond those experienced by women in general.
These factors include: 1) the quality of treatment
for the minimization of complications; 2)
attentiveness of medical personnel to disability-
related functional needs that may be heightened
due to breast cancer treatment; 3) the willingness
of family and other assistance resources to
compensate for temporarily impaired functioning;
4) the availability of assistive devices to
compensate for temporarily impaired functioning;
5) care by medical personnel who are
knowledgeable in the treatment of pain, fatigue,
weakness, and other secondary conditions
commonly reported by women with disabilities;
and 6) the availability of individual peer support
and support groups that are accessible,
knowledgeable, and sensitive to the emotional and
physical needs of women with disabilities who are
recovering from breast cancer.

Mortality

There appears to be only a single study on breast
cancer survival among women with disabilities,
the same study that found differential treatment
rates. Working-age women with disabilities who
had been diagnosed with early-stage breast cancer
were found to have higher all-cause and breast-
cancer-specific mortality rates than women
without disabilities, even after stratifying by stage
of diagnosis and adjusting for other factors.” It is
not clear whether differential mortality rates are
related to differences in treatment or to other
disability-related factors.
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Beyond the one study, virtually nothing is known
about breast cancer mortality among women with
disabilities. Presumably the lower rates of
screening among women with disabilities (as
discussed above) would translate to higher
mortality rates, but there is currently little
evidence to support this. A study of Social
Security Disability Insurance (SSDI)-qualifying
women reported that those with disabilities had
higher all-cause mortality rates than non-SSDI-
qualifying women, but similar breast-cancer-
specific mortality, despite being diagnosed at a
later stage.™

In the first study to evaluate cause-specific
mortality among people with cerebral palsy (CP),
it was reported that women with CP were three-
times more likely to die from breast cancer than
comparable women in the general population.®
Since this was a mortality linkage study, the
investigators were unable to evaluate the degree to
which the excess breast cancer mortality was a
reflection of differences in staging and treatment
versus differences in incidence. The authors
suggest that these findings may be partially
explained by the high prevalence of nulliparity
among women with CP, but argue this is unlikely
to fully explain the three-fold increase in
mortality.?? These findings are alarming and
certainly warrant more in-depth investigation.
Linkage mortality studies such as this one that
make use of preexisting databases are relatively
inexpensive and quick to perform. They provide a
valuable tool for identifying disparities among
segments of the population and determining areas
of more focused research.

Conclusions and Future Directions

Despite the large and growing number of women
with disabilities in the U.S., there is a paucity of
information on the burden of breast cancer among
these women. Given that women with disabilities
constitute one of the most economically
disadvantaged populations living in this country
(an estimated 26 percent of California women with
severe disabilities live in poverty),* large
disparities in breast cancer are likely to exist. The
limited data we have to date suggest that women
with disabilities face higher risk, are less likely to
be screened, are more likely to be diagnosed at a
later stage, are less likely to receive breast-
conserving surgery compared to mastectomy, and
may be ultimately at greater risk from dying of
breast cancer than their non-disabled counterparts.
Conspicuous by its absence is any information
about whether their specific disability-related
needs are met or even addressed in the processes
associated with breast cancer diagnosis, treatment,
and recovery. These conclusions, however, are
based on very sparse data and may be limited to
certain types and/or levels of disability. In order
to eliminate potential disparities in breast cancer
associated with disability status, we must first
identify who is most at risk for such disparities
and elucidate the factors that contribute to them.

Comprehensive studies are needed to understand
the breast cancer-related experiences of women
with a broad spectrum of disabilities, from risk
factors to screening to treatment to recovery to
long-term survival and quality of life. Research
must focus not only on the extent that such
women, viewed as a minority group, face
increased risk, greater prevalence, and disparities
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in treatment methods and survival rates, but also
on the specific barriers to prevention, screening,
and treatment experienced by subgroups within
the disability community, and on strategies for
overcoming such barriers.

For example, to what extent do information and
communication barriers prevent Deaf women or
women with cognitive disabilities from seeking
and obtaining preventive screenings, or from
obtaining optimal treatments? How does the
physical inactivity of many women with mobility
limitations affect their breast cancer incidence, and
what can be done to reduce their risk? To what
extent do inaccessible facilities and equipment
prevent women with physical disabilities from
gaining access to preventive services, breast
cancer screenings, and treatment? What is the
interaction between a preexisting disability, along
with secondary conditions often associated with
that disability, and additional functional
limitations caused by the cancer and/or its
treatment? How do women with mental health
disabilities, or mental health issues secondary to
some other primary disability, cope differently
with issues related to screening, treatment,
recovery, and survival?

Clinical practice guidelines are needed to ensure
that the specific functional concerns and complex,
multifaceted life situation of women with physical,
sensory, and intellectual disabilities are considered
in the development of breast cancer treatment
plans. Concurrently, education and awareness
campaigns are needed that focus on women with
disabilities and their families to increase their
interest in and pursuit of cancer screening, to
empower them to be equal partners in the

development of their treatment plans, and to
encourage them to demand the highest quality
cancer care services that address their disability-
related needs, enable them to maintain their level
of functioning, minimize complications during
recovery, and maximize their chances for survival.

Research shedding light on these and related
issues has the potential to substantially reduce
breast cancer risks and disparities in screening,
treatment, recovery, and survival, thereby
lessening the burden of breast cancer for women
with all types of disabilities.
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