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The survivor discourse of the mainstream U.S. bremscer movement has capitalized
on the victim/survivor dichotomy through badge-ofdbr pink ribbons, personal testimonies
reminiscent of war tales, athletic events promoimgges of physical strength, and a myriad of
pink products designed to re-feminize women afteabt cancer. The National Breast Cancer
Coalition (NBCC), dedicated to eradicating breastaer, is one of the few organizations that
have not employed the typical breast cancer sundiszourse in their mission. Beginning in
1991, the NBCC is a grassroots organization thigeta legislators rather than individuals
affected by breast cancer to change the outcortteeafisease. Through political activism,
lobbying efforts, and research, the NBCC is resjibag$or attaining the largest funds for breast
cancer research. Research funding secured byB&CNomes directly from the Department of
Defense (DOD), making the U.S. government the ktrgentributor of breast cancer research
funding. However, the current political climatedsstate of war have decreased monies allocated
to DOD research programs, and as a result mayjeapardized the momentum of NBCC
initiatives. NBCC is now utilizing the survivorstiourse already commonly used in mainstream
breast cancer initiatives to continue to suppagirtimission and legislative priorities through a
national campaign, “Stop Breast Cancer: PersomaleSt Public Action.”

To begin, | will give an overview of the maingine breast cancer movement’s survivor
discourse through four main components and rewealropes associated with it. Next, | will
turn specifically to the NBCC and show how it begawolved, and is distinct from the
mainstream movement as a unique mode of activishen, | will analyze the survivor discourse
of domestic violence and sexual abuse social momtsme the context of the related
victim/survivor dichotomy to reveal other possibl@ntended consequences applicable to the
NBCC's recent campaign. Within the framework ofvsor discourse from the mainstream
U.S. breast cancer movement and domestic violemds@xual abuse social movements, | will
open the curtain to introduce the NBCC'’s natiorathpaign, “Stop Breast Cancer: Personal
Stories, Public Action” and explore the survivosaburse it utilizes. | will assert that the NBCC
is redefining victimization as a public problemther than an individual one, through the
campaign by promoting a collective ideology of swovhood.

Breast Cancer Survivor Discourse: Pink Business
The breast cancer movement we know today begtreiearly 1990s, after which an
entire culture erupted to bring about support, awass, and new corporate incentives to don
pink ribbons. In fact, mainstream breast cancluimay better be represented as “pink
business,” both economically and socially speakiriyior to this, breast cancer was stigmatized
and concealed in whispers, medically ignored inaading research and commonly recognized
as the woman'’s fault (Casamayou, 2001; Kasper &usam, 2000; Kolker, 2004, Lerner, 2001,

! When I refer to mainstream breast cancer cultuae) referring specifically to the “pink busineskat feminizes
the disease and experience of women affected asbeancer, reinforcing and supporting traditigreatiarchal
ideologies of womanhood.
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Leopold, 1999). In the 1970s, a remarkable chofu®ices from prominent women such as
Betty Ford, Happy Rockerfeller, Betty Rollins, aRdse Kushner who had battled the disease hit
the public with personal stories of horrifying aaats of treatment procedures and realities of
fears of the dreaded, whispered disease (Casam2§0i;, Ehrenreich, 2001; Kasper &
Ferguson, 2000; Kolker, 2004, Lerner, 2001; Leopd@99). Support organizations began to
form and incidence rates garnered more attentiynthe 1980s, women were outraged, and
Congress began to slowly pick up the slack for ignpthis disease(Casamayou, 2001; Kasper
& Ferguson, 2000; Kolker, 2004; Lerner, 2001; Lddp®999). One lone ranger that testified
on behalf of all women who had been diagnosed lrgtast cancer and those who had yet to be
diagnosed was Rose Kushner, to whom much creditego furthering Congress’s awareness of
the disease and inspiring others to come forwaes@&@ayou, 2001; Ehrenreich, 2001; Kasper &
Ferguson, 2000; Kolker, 2004; Lerner, 2001; Leopd@P9). At the end of her life from breast
cancer in 1990, a rare and particular politicahelie was emerging that would finally allow for
all of Kushner’s hard work to pay off and affece tthanges she could only dream of
(Casamayou, 2001). And like a bomb in 1998east cancer exploded into mainstream
consciousness and history was made. From theth@se who lived to tell the tale of their
personal battles of breast cancer were publiclymdeksurvivors and breast cancer survivorship
became a culture all its own. As it is known tadag four components of the breast cancer
culture that capitalized on the dichotomy of thetim/survivor are pink ribbons, pink products,
races and athletic events, and personal stories.

In the 1980s the red ribbon for AIDS wrapped ugeanawareness, and support in one
common symbol to combat stigma (Reifler, 1997) e Bheast cancer movement utilized the
same symbol, but in pink, to bring about the sattention. Pink, in itself, is full of
connotations that speak volumes of traditional femiy. Although the disease also affects
men, it primarily affects women and the experieotcthe illness is socially constructed on the
basis of the gender politics associated with bseastl female sexuality. To Ellen Reifler, the
translation between the AIDS ribbon and the breaster ribbon is ineffective, “A red ribbon on
a man is a shock, a demand that screams ‘I wilbeddilenced’. A pink ribbon on a woman is a
plea that sighs ‘Please don't forget about me”94,%. 25). However, it can be argued that the
symbol of a pink ribbon on Congressmen’s lapelserag@rofound statement after breast cancer
became the U.S. government’s darling of causespgpat. As others have noted, the pink
ribbon also did not translate into a controversalie as AIDS did, and this made breast cancer
an easily adoptable cause (Casamayou, 2001; Eioler2@01). But now pink ribbons can even
be seen on the sides and backs of vehicles withatheribbon magnet craze. Are the issues
surrounding breast cancer becoming too tightly weapup in pink ribbons and therefore limited
in awareness because of current trends? What laegalnbon of activism has been turned into
pink business.

If pink ribbons weren’t enough, then pink productsupport of breast cancer certainly
made up for any lacking visibility. As Barbara Ehreich stated in the title of her published
article in Harper’'s Magazine, “Welcome to Cancedtah Mammogram Leads to a Cult of Pink

%1n 1988, Congress passed the Medicare Catastr@uivierage Act which covered mammography screeming f
women over age 65, but it was later repealed béfavent in effect and then reintroduced in 19%etied to H.R.
5835 (Casamayou, 2001).

% The NBCC's congressional demand for $3 million enfar breast cancer research was met, settingcageat for
breast cancer research funding and attracted muldic@mttention.
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Kitsch” breast cancer culture has become cult{#@01). In her personal account of breast
cancer, Ehrenreich details the pink world into arstie is catapulted after her diagnosis:

The ultra feminine theme of the breast-cancer ket@lace’—the prominence,

for example, of cosmetics and jewelry—could bearatbod as a response to the

treatments’ disastrous effects on one’s lookst tBel infantilizing trope is a little

harder to account for, and teddy bears are nohiig manifestation (2001, p.46).

In her account, these pink products may be supmppatriarchal beauty ideals and/or
infantilizing a woman’s experience, further gendgrihe disease. Ehrenreich also analyzes
some of the large corporate sponsors that havedign to the cause by promoting “pink
products” for awareness. In fact, it became saufdor corporations to promote social causes
that an entire new strategy was developed—cauateceiarketing (CRM).

In an article from Marketing to Wome&PRM is defined as, “the practice linking a
company or its produce to a specific social issu@ih women’s dollars™—a perfect opportunity
for companies to capitalize on breast cancer (189j, A 1994 report about CRM campaigns
from 1993 focused on 12 different companies thatwgepporting causes from domestic
violence to AIDS through their products (MarketiiodWomen 1994, p.3). It is no surprise that
out of the eight different causes only breast canas represented by more than one company.
In fact, breast cancer was spotlighted that ye#in@sause for Avon, Estee Lauder, Hanes
Hosiery, and Ready-to-Wear Review. Since 1993)aations have used their products,
decorated in pink to sell awareness to women—YgpldiapStick, Revion, New Balance, Lee
Denim, and many more. For survivors, the act girogipink products may be in some way to
gain symbolic ownership of their survivorhood statit’s similar to being a part of an invite-
only-club where members are privy to exhibit treatus outside the club through logo
embossed items. From candles to journals, tote dad umbrellas, lipstick and nail polish you
can decorate your home and body “for the cure.t viao benefits more from this marketing,
the many women affected by breast cancer or theocations selling the snake oil as pink tinted
hope? With some pink products only an insigniftmount of proceeds go to the cause or no
one is sure where the money goes, if any goes$ @m@mingen, 2004).

If corporations aren’t willing to go the mile foreast cancer, then the population of those
affected, either directly or indirectly by the case, may be, and this may be evident in the
mainstream athletic events centered on breast caifbe most well-known are the Susan G.
Komen'’s “Race for the Cure” and Avon’s 3-day “Wétk Breast Cancer.” These events, as
well as others, draw together survivors and sugpsrtmaterializing faces and body counts in
massive visible quantities to the public eye, omgear, to raise funds for breast cancer across
the nation. They are characterized by a sea &ftpshirt wearing survivors and supporters
adorned with tags in honor or in memory of loveéfnThe race becomes the symbolic journey
of the fight against breast cancer with a cleagjrio@gng and end, where victims can cross the
finish line as survivors.

Maren Klawiter states in regard to the Race ferGure ®, “In the discourse of the Race,
survival is a matter of individual choice and resgibility,” where “...breast cancer is a disease
of universal, individual, ahistorical, resiliengconstructable, heterofeminine, biologically
female bodies” (1999, p. 113). The victim/survidaichotomy is paralleled with that of the
individual/community. Victims are individualizedity memorial tags and photos, where as
survivors gather for special recognition, are aflgent dressed in pink, and are able to
congregate in certain designated tents that prdvedeservices and refreshments. But again, |
must ask at what cost survivorhood is granted? Kidreen Foundation’s and Avon’s use of
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monies raised by these events has been criticaresbending up to one third of funds,
supposedly raised for research, on advertisingoaedhead to produce the events (Ehrenreich,
2001).

Public displays of survivorhood can also be saethe shelves of local bookstores or
libraries and in internet chat rooms or web postinBersonal stories are accounted for in
numerous texts as novels, journals, narrativespaetty. Books of hope are often shrouded in
pink covers. Testimonies of triumph are co-optgadrporate sponsors. And chat rooms and
web postings are full of survivor war tales thatodiurage any messages of fear or anger. Jami
Bernard gives a how-to on coping in her brightlgkpcovered book Breast Cancer, There and
Back: A Woman-to-Woman Guidelennie Nash'’s book The Victoria Secret Catalegé¥
Stops Coming, and other lessons | learned fromsbesmcemwas sponsored by Ford for the
Susan G. Komen Race for the Cure ® attendees i 200 adorned with a pink ribbon stamped
with the blue-oval, corporate logo. Christina Aggpte accompanied with the telling of her
mom'’s story and dressed in pink, was the face foreaNational Denim Day campaign also to
benefit Komen in 2003 (Morgan & Shoop, 2003). Wtas explore the power of pink in public
declarations of attendance at breast cancer ewdnilis chat rooms provide unlimited spirit and
hope, prayers and inspiration to emphasize survoaat (Ehrenreich, 2001; Bahar 2003). These
very personal stories may detail the pain, frugtratand anguish of their breast cancer
experiences, but not without also offering somallohhope to the individual reader. In each,
the protagonist begins her story as a victim andrges from the rubble a survivor. These
stories are testament to the personal journeyezdircancer and are most often illustrated in
pink, may be co-opted by corporate sponsors, andvalarize the breast cancer experience.

The “pink business” of the breast cancer moveraadtcurrent breast cancer culture
shapes breast cancer in very specific ways. hligigts the dichotomy of the victim/survivor,
creating and separating the Self from Other. ittfogces and perpetuates patriarchal feminine
ideals by promoting infantilizing tropes, emphasiga loss of femininity during breast cancer,
and providing re-feminizing products (nail polidip, stick, clothing, etc.) to paint, cover, and
decorate the individual. It also caters to a whiteddle-class, heterosexual beauty ideal. A
person’s identity becomes marked by their expegemith pink badges of survivorhood. And it
may also undermine the severity of the diseasedyaing it to a ribbon of hope that can be
bought and sold by corporate America. As Fran ¥ sated, “Sometimes when there's the
proliferation of symbols, people think it's gettitige attention it needs” but what people don’t
realize is how many still die from this disease #relmany more that are still affected
(Springen, 2004). The criticism of those thingsvimch | identify as “pink business” is not
intended to devalue their importance, social sigaifce, or personal relativity. It is, however,
intended to reveal the unintended consequencewantierstand how they shape the outcomes
and responses to the epidemic. In the same waivets and supporters move through the
crowd of a race signifying their relationship te ttisease, the actors of the production of “pink
business” move through the mainstream breast camaoeement signifying their relationship to
the cause.

The History of NBCC'’s Breast Cancer Activism
Feminist breast-cancer activists, who in the eairgties were organizing
their own mass outdoor events—demonstrations;avats—to demand
increased federal funding for research, tend épkbeir distance from

* Breast cancer kills approximately 40,000 annug304, Springen).



Survivor Discourse 5

these huge, corporate-sponsored, pink gatherig®igreich, 2001, p.

51).

The NBCC stands apart from the mainstream breaster movement. It is a grassroots
organization currently comprised of over 600 othrgyanizations and represents 70,000
individuals—patients, health care professionals, supporters of breast cancer (NBCC, 2005).
Their mission to eradicate breast cancer is empldlyeugh three main goals of promoting
research, improving access to health care, andasorg the influence of consumer advocates
(NBCC, 2005). A variety of NBCC supported researchtinues to be done through clinical
trials, evaluating the relationship between breaster and the environment, better breast cancer
care, and “think tanks” for new innovative ideasatiraspects of breast cancer (NBCC, 2005).
They are currently ranked as one of the 25 moktential groups in health policy out of 171
interest groups, and the only grassroots advocaggnzation even on the list (NBCC, 2005).
They are also well-known for obtaining the mostlputunding for breast cancer research from
the DOD, which has fostered consumer activism thinqueer-review of research initiatives and
design. Through advocacy and action they aim to empdheindividual and demand public
accountability for disparities in health care basadpolicy neglect and inequitable bidses

The actions taken in the beginning of the NBCCyNI@91, were crucial to its success in
being recognized by Congress and awarded increasedrch funding. In October 1991, with
little resources the NBCC launched its first nagilocempaign: “Do the Write Thing”. The
purpose was to collect 175,000 letters in refereéad®east cancer incidences and to be delivered
to Congress to represent the amount of expectgmaolses made that year. After only six weeks,
600,000 letters were collected and brought to ©apiill. The original goal of 175,000 letters
was delivered to the President and the rest diggtto members of Congress. Unfortunately,
they were not as well received as hoped and itrheadear, “President Bush’s support for
increases in public funding was at best luke-waf@dsamayou, 2001, p. 120).

Nonetheless, some members of Congress took natiden 1992 the NBCC came back
to Congress demanding a $300 million dollar incedasreast cancer research funding
Being an election year, the NBCC also paid clossntibn to who most supported policy
initiatives that complimented their own agendall 8linton supported women'’s issues and
universal health care, both positives in the diogcof advancing NBCC goals (Casamayou,
2001).

After Clinton won the presidential election, thBGIC successfully completed another
campaign, “Campaign '93—2.6 Million Signatures”@mount representing the number of
women living with breast cancer in the U.S. durihgt year. President Clinton personally
received all of the petitions. With Presidentighgort and more seats than ever before occupied
by women in Congress, the demand for $300 millimmenwas met. Because it would be
unethical to take funding from another area of ro@ldiesearch and budgets were stringently
capped, money had to be found elsewhere to meeletihand.

Senator Harkin (D-1A), who had lost two sisterghe disease, found the key—why not
use the extra funding set aside for the Cold WahéenDOD budget? But because breast cancer

® Consumer advocacy refers to patient consumptigheohealth care system through the diagnosisesst, and
maintenance of breast cancer care.

® Although their mission is specific to breast canteey do support applicable broader health aatiiives.

" The amount was formulated in response to the NB&€arch task force’s evaluations of under fungetential
research.
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was not an issue of defense, necessarily, it coofidbe granted from defense fuid$lowever,
Harkin found a loophole; the U.S. Army Medical Rasé and Material Command

(USAMRMC) was already doing breast cancer reseafsid so, he submitted an amendment to
increase the $25 million funding to $210 milliomgdait eventually passéd As stated by Kolker

in her research on the breast cancer movement, ‘fistgl year 1993 federal breast cancer
funding had increased from $89 million in fiscahyd 991 to $433 million in fiscal year 1993, a
phenomenal success” (2004, p. 24).

With funding secured from the DOD, the NBCC hasrbable to continuously obtain
medical research funding and further their initi@s&—promoting research, improving access to
health care, and increasing the influence of comswadvocates. They have an annual
conference and lobby day that educates advocatdsgeamurrent breast cancer research and
NBCC legislative priorities, ending in a peacefidnech on Capitol Hill and scheduled meetings
with respective state representatives of partid¢gpaihey have created Project LEAD
(Leadership, Education, and Advocacy Developmertagprogram to train activists on the
science of breast cancer in order to participatpemr-review panels for research. Through
“Beyond the Headlines,” the NBCC carefully analyr@sdia reports and portrayals of breast
cancer that are released to the public to deburtksniealth scares, and empty “cure” promises.
Among some of the legislative accomplishments sl are the Breast Cervical Cancer
Treatment Act (2000), Access to Cancer TherapiaZd03), the Native American Breast and
Cervical Cancer Treatment Technical Amendment 20802), Medicare Coverage of Routine
Care Costs During Clinical Trial Participation (®), and the Protection Against Genetic
Discrimination for Federal Employees (2000) (NBQOQ5). Other educational programs
include the “Clinical Trial Initiative” to encouragnsurance coverage of, access to, and
participation in clinical trials; the “Environmemntaitiative” to focus on links between breast
cancer and the environment; and the “Quality Caiteative” designed to set standards of
quality care for patients and practitioners.

The NBCC presents breast cancer as a public healtiiem in which women are not
victims of their biology but rather neglectful pidpolicy and gender inequity (Casamayou,
2001; Kasper & Ferguson, 2000; Kolker, 2004, Ler@2601; Leopold, 1999). While other
organizations focus on detection, diagnosis, agattment, the NBCC focuses on prevention,
causal attributes, and access to health care acHieved through increased research funding,
research implementation, and policy changes. @wster at a Capitol Hill rally, a breast cancer
advocate from the NBCC reminds Congress to “FORGIETPINK! USE the INK: Support
Access to Quality Care” (NBCC, 2005). You cannay bpink-kitsch” from their website or
events. And they do not offer individual supparpoomote individual stories of the
victim/survivor to further their cause in the saway other mainstream breast cancer
organizations do; however, that is not to say thambers haven't identified their status in
Congressional testimonies. | am also not claintivag the NBCC hasn't utilized some of the
very same tactics that the rest of the mainstre@ash cancer movement has. They owe part of
their success to the media and have strategicadigl it to their advantage, but they differ in the
ways in which they utilize it. The NBCC uses teginy to appeal for public action and not

8 Fran Visco, the president of the NBCC testifiedCtngress in 1992 that women had “declared wareash
cancer” and they had better find a way to fun€agamayou, 2001, p. 125).

° “This amount was to be spent over a two-year pesiod was subsequently reinforced with an additibmaling
of $115 million in the DOD budget (Casamayou, 2001150).
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public sympathy. They hold press conferences tphersize “Not Just Pink Ribboh¥. Instead

of promoting races, they publish position statemefithey also try to adequately represent men
and, more specifically, all women across the liokeage, race/ethnicity, class, sexual orientation,
health status, etc. The NBCC may be mainstreaasboanceactivism, but it stands apart from
the mainstream breast cancer movement’s pink eu(see Fig.1).

National Breast Cancer Coalition (NBCC) Susan G. Komen Foundation

Mission: “to eradicate breast cancer through Mission: “to eradicate breast cancer

action andadvocacy” throughresearch, education,

screening and treatment”

Research Funding:obtained through political Research Funding:Race for

activism and lobbying the Cure ®

No pink business Yespink business (website

“Marketplace”)

Not a support group Yeson-line support chat rooms

No individual public appeal to sympathy Yesindividual appeal to sympathy
Fig. 1

Other Survivor Discourses within Women’s Social Moements

To further examine the effects of survivor dissaul will explore how it has been used
in the social movements of domestic violence agauesnen and sexual abuse of women. First,
| will look at how the dichotomy of the victim/suwer is produced, the political implications
surrounding it, and how it relates to the transfation of the individual and collective identity.
Then, | will look at the unintended consequencethese survivor discourses.

In Jennifer L. Dunn’s research on the survivocdigse of battered women, she
identifies how the image of the victim is sociatlynstructed to claim a social problem.
Inadvertently, the victim comes with “stigmatiziagiributes” and is then in need of “repair
work” (Dunn, 2005, p. 1). The repair work is thet af mobilizing social change, by which one
presumably becomes a survivor. As Dunn points‘@iatthe extent that victims are presented
as trapped, and survivors, conversely, are shownakeng choices, they are constructed in ways
that place them at opposite poles of an agencyreann” (2005, p. 2). The idea of having or
lacking agency then creates the problem of whastttoites agency and how agency is obtained.
A “true” victim would be void of personal responiitly for her situation and would be
“innocent” by all means (Dunn, 2005, p. 3). In tase of a battered woman, this would render
her completely incapable of leaving or changingdiration. The dichotomy presented here
doesn’t take into account the varying experienddsmtiered women and the degrees to which a
woman is victimized and can claim survivorship.fdat, the dichotomy goes to show how
battered women can be further victimized by sudheexes in socially constructed identities.
Dunn points out that, “Activists, including reseaecs and clinicians, construct images of
battered women for popular and policy-makers’ comstion,” in order to “...emphasize their

19“Not Just Pink Ribbons” was a press conference meDctober 2, 2002 calling for “action behind gyenbol” to
kick start Breast Cancer Awareness Month.
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agency as well as their victimization” (2005, 2The individual is then co-opted by a social
movement and agency becomes legitimized througlalsmmstructs of the victim/survivor.

The question of legitimacy is also central to S#xabuse survivor discourse. In her
evaluation of sexual abuse, Nancy Naples states,

Survivor discourse is often posed in contrasixjmeet discourse, which is

legitimated through a distinction between différeamms of knowledge

production, one that derives from personal expegeand emotional pain versus

one grounded in more systematic and presumabgctieg¢ truth claims (2003, p.

1159).

This analysis informs the different types of knosge in survivor discourse and places emotions
apart from “scientific or academic” knowledge. Hower, Naples also states that survivor
discourse can be oppositional or even transformidaxpert discourse, giving validity and
agency to survivor discourse in its different forf@8803). In the case of sexual abuse, survivor
discourse may have inadequately represented dysarhidentity politics, leaving out or
“glossing over” differences in experiences alomgé of race, gender, class, sexuality, culture,
location, and personal history (Naples, 2003). sehgynamics are important and embedded
deeply in personal experience and should be chmgéme survivor to identify if going public

with a personal story (Naples, 2003).

Claiming the status of either victim or survivardividually or collectively, translates
differently by who is authorized agency from thstirmony. In a collective, individual identities
can be ignored, creating a monolithic victim/suorivdentity and a hierarchy of classifications
by which standards are set for individuals to reeaervices and/or funds (Dunn, 2005). To
claim either victim or survivor status individualtyay mark a person’s identity solely on the
basis of their “issue” rather than their personhawdimit a person who has reached the status of
survivor from seeking future assistance down tlael for fear of reclaiming victimhood. This
dichotomy poses unintended consequences for betimdividual and the collective. However,
a combination of the two may present desired reswere victims and survivors are not
dichotomized, collectively and/or individually, amtead are able to mutually exist in
mainstream social constructions where individuanay is understood on a continuum (Dunn,
2005). In other words, the victim is the surviamd the survivor the victim; they cannot be
separated or understood apart from each other.

The unintended consequences of the victim/sunadidrotomy created through survivor
discourses of the domestic violence and sexualeabosial movements may further victimize
individuals. Stigmatization implies that a pers®ibroken, needing to be repaired, and can lead
to the invalidation of agency or the lack there afhe question of agency ultimately also
guestions personal authority. Social movements coagpt “ideal” testimonies that inevitably
marginalize others’ experiences. Social constomstiof a monolithic victim/survivor identity
may mandate services and resources. Once a sustatas is claimed, it may also discourage
an individual to seek help if there is recurringuima. The process by which one is to recover
has become medicalized and institutionalized. Kstibut not least, there has also been a
tendency to “blame the victim” when a person doeadhere to expected victim/survivor
behavior.

“Stop Breast Cancer: Personal Stories, Public Actin” Campaign
As previously stated, the particular politicahadite in which the NBCC emerged from
played a unique role in its success. Howeverptiiical tides have turned, and the U.S.
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currently is in the second term of the George WstBadministration. Along with it, have come
war and uncertain terms as far as defense issaeoacerned. Therefore, DOD funding has
inevitably decreased and the economy as a wholenddc The NBCC is now focusing its
legislative priorities on ensuring access to qudigalth care for all. “While our mission is to
end breast cancer, we recognize that we cannattietféy prevent, diagnose, treat or cure this
disease without a system that delivers qualitythezdre for everyone. Clearly, conquering
breast cancer and other diseases is dependenieotifscresearch as well as improvements to
the overall health care system and access fondilliduals” (NBCC, 2005). This initiative is
being supported by the current campaign, “Stop 8r€ancer: Personal Stories, Public Action”.
This campaign is intended to culminate in the distion of the compiled data obtained from the
personal stories to members of Congress, stresnighportance of recognizing the disparities
in health care and encouraging action to remedgithation. The NBCC is tactful and forceful
in always reminding politicians that they are supgad by constituents, some of whom have
probably been directly or indirectly affected byast cancer. But, this campaign is also
translatable to the larger health care crisis,ansduch is not specific to breast cancer, and is
intended to be applicable to guarantee equal aéoeai.

The campaign’s materials can be obtained on-lifeyaontacting the NBCC. In a neat
packet by mail, the package consists of the campargrview, tips on “How to Host a House
Party,” “NBCCF Talking Points,” the official NBCCaggition statement on “Principles for
Achieving Guaranteed Access to Quality Health Garé\ll”, “Why Are We Asking For Your
Stories,” sample story forms, actual story formghva privacy statement, “Questions to
Consider,” “NBCCF At A Glance Leaflets,” campaigolunteer postcards, and a shorter version
of the main principles for the health care initati The campaign is not a fundraiser. The
purpose is to collect individual stories of disgias in accessing health care. Volunteers are
instructed to host house parties or gatheringsitowage people to tell there stories, as it is not
as simple as signing a petition or a pre-fabrictgétdr of support like other NBCC campaigns.

It is not specific to breast cancer patients—expandot only the NBCC supporter base but also
the NBCC’s commitment to the public. In this wdye NBCC is assuming that the experiences
in accessing health care have been negative fan#jerity of people and they are advocating

for policy change to reflect the varied disparitsong individuals and illnesses. For the
remainder of the discussion regarding the campaigill focus on three aspects of the

campaign hand-outs that socially construct thetheare problem, the patient, and the response
by analyzing the “Questions to Consider,” the sforyn to be filled out by participants, and the
sample story form with an example fictional entry.

On the “Questions to Consider” hand-out, 18 qoastprompt participants to think about
their experiences with problems in accessing healte. Some of these questions are directly
linked to socio-economic status, physical abildyitural affiliations/beliefs, language barriers,
and ability to understand the information giventh@s focus on the insurer and/or health care
provider with questions regarding general resg®otacy, information and options made
available to patients, encouragement of questindssacond opinions, standards and protocols
of care, reconciliation of any problems, and ackieoyment of suggestions for improving care.
These questions do not prompt participants to ifjetiiteir medical diagnoses or to reveal
otherwise private medical information. The ovetatie is to understand the standpoint of the
patient accessing the care and the response ofdbeal provider and insurer to meet their
needs.
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Taking the “Questions to Consider” into accoung actual story form leaves space for
the participant to explain their negative experenwith the health care system and asks the
individual to identify some specific personal infaation. The first bit of information asks for
the state in which the participant lives in. ThBrmation boxes ask about employment status at
the time the form was filled out, current insurastaus, amount of treatment covered by
insurance, if any, and an explanation in the cagauial or no treatment coverage from
insurance. The privacy statement assures thatfatimation will be kept confidential unless
otherwise authorized by the participant to be ysddlicly. It also informs the individual that
“Some of the stories will be highlighted in medaint materials, and forums.” The contact
information provided will be used only to ask farmission to use personal stories.

The sample story form is completely filled ouigige the participants an idea of what the
NBCC is asking for in response to the question pism The sample participant is a 36 year-old
mother of two diagnosed with breast cancer. Sée sppeaks on behalf of her mother, who was
also diagnosed with breast cancer. The progndsisrdoreast cancer is not specific, but it can
be assumed that there may be a genetic mutatiotvew being that both mother and daughter is
diagnosed with breast canter The daughter has insurance and the mother daesThe
coverage the daughter has is limited, and she ss@sethat they are both in debt from medical
bills being turned over to collection agenciese &takes special reference to not being eligible
for government assisted health care,

You hear about the system wanting to help lowimeavomen and their children

get coverage, but what about women like me? Wontenhave health

coverage, but the company will hardly pay for &myg. Women like us seem to

fall through the cracks.

She states that she would like to have reconsteistirgery,

Additionally, | feel I'm in desperate need of restructive surgery. | am a 36

year old mother of two children. Losing one of brngasts at this age is NOT on

my agenda. How can | be attractive to my hushaitidonly one breast and one

deformed side of my chest, all because medicaramce companies don't feel

like reconstructive surgery is medically necessary
She also states that her mother has other healthepns that she is unable to address because of
her lack of insurance.

My mother cannot address those issues or followwtip her doctor about the

cancer because she has no insurance. I'm qugty #mat she has to live like

this. It's not available to her. What can we d&vhat can we do? What can | do

to help her—to help me too!

The woman used as a sample represents a youngedpdeterosexual mother of probably what
would be considered the low-end of middle classoseconomic status. She is also checked-off
as unemployed in the information box, and liveMaryland. This construction is complex and
utilizes the “worst case scenario” of a young womath two children robbed of her femininity
and sexuality. This tactic is an appeal to symyatbwever, it is still only intended for the
participant to see and is not complete with a face.

This campaign is designed to reflect the dispegitn access to health care regardless of
the status of having breast cancer, and encouthggmrticipants’ specific identity markers be

1 A genetic mutation implies that mother and daugh#e a specific type of pathology that may besitered a
pre-existing condition under insurance clausese NBCC may have included this because it is an rtapband
parallel initiative that may further health carephrities on the basis of genetic discrimination.
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revealed. It differs from other personal accoumthat it is very specific in the scope of the
story it is asking for and is limited to reveal fv®blem, not necessarily the person. The
assumption of a negative experience in health foateses on one of the NBCC’s main concerns
from its inception: the individual is victimized layfailed system, policy neglect, and bias based
on inequity. The option to become a survivor o thctimization is not relevant to these stories
or the campaign’s mission.

Conclusion

“Stop Breast Cancer: Personal Stories, Publicoictithe recent campaign by the
NBCC, stands apart from mainstream breast cans@icady; it does not adhere to “pink
business,” it is a strategic gesture to affecttyall policy for access to health care, it does not
construct an image of a monolithic victim/survivand it does not engage in mutual support for
others or provide a personal testimony of triumphere are no effects of stigmatization, and it
avoids marginalization by the deconstruction okatf victim/survivor identities. It does appeal
to sympathy, and it does highlight individual agpeaf personhood to explore disparities on the
basis of identity politics. But it complicates tigkea of the individual and the collective power
dynamics by unconventionally giving agency to botthe individual chooses to tell her/his
story with the understanding that stories and datdbe compiled, but the personal information
remains confidential. Even more radical, this gganterest group is opening up this
opportunity to others who normally would be exclddieom campaigns specific to breast cancer.
They are merging into broader health care issuasitance their agenda for breast cancer
initiatives, and are redefining victimization apwblic problem rather than an individual one.
The campaign asserts that until there is equalsadoehealth care for all, the NBCC's research
on clinical trials, environmental causal factorsprovements to breast cancer care are moot if
women don’t have access to the system that willempent the beneficial results.

The NBCC'’s recent campaign, “Stop Breast Cancersdhal Stories, Public Action”
avoids the tropes of disjointing the victim/survilay allowing the victim “survivor agency” in
telling her/his story without further victimizingelhim by promoting a generalized idea of
survivorhood. The NBCC has no way to benefit diygeltom the campaign, as it is not intended
to support funding or research initiatives buteéast to affect public policy for all. By not
blaming the victim, there is no room for judgmembe passed upon the individual on the basis
of personal choice or responsibility, and it doesave the opportunity to exploit the individual
without the individual’'s consent. The campaignas exclusive to anybody or any illness, and it
can only foster a generalization of the dispariiieaccess to the health care system, not the
individual participants.

The NBCC has been successful in obtaining resdanching, empowering consumers
through educational programs, and affecting pytdiccy. The NBCC may also inform other
social movements by its strategies and tactics ttmrcurrent campaign, “Stop Breast Cancer:
Personal Stories, Public Action” by looking at fireblematic structure of institutions rather
than focusing on individuals. “By locating survivaiscourse in the material as well as the
discursive context, we can develop more effectivatagies for a broad-based and politically
oppositional survivors’ movement” (Naples, 20031p78). The NBCC unravels the
victim/survivor dichotomy of pink ribbons, secumesearch funding without patronizing pink
products, races further for the cure in researthaiives, and is a testimony to effective breast
cancer activism.
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