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Abstract
Purpose: Breast cancer is the leading cause of canceh d@abng Latina women, with
BRCA1/2gene mutations accounting for a commensurate piiopamf breast/ovarian
cancer in Latina women as compared to non-Latin@mevo Despite this statistic, it has
been shown that Latino populations exhibit low aam@&ss and use of genetic services
and that they hold culturally-related beliefs whatlgmatize cancer. We hypothesized
that a simple, culturally-tailored educational fteeould improve genetics knowledge as
well as decrease breast cancer-related stigma abaimg women in our sample.
Method: Two groups of Latina womenN(= 19) were provided with a pre-survey,
educational flier, and then post-survey to asdesis knowledge of breast cancer-related
genetics and their emotional status. Qualitategponses regarding cancer-related
perceptions were also gathered post-flier. Paaris included women both affected and
unaffected by breast cancer and were surveyed éitimar a Spanish-language breast
cancer support group in Orlando, FL or a Hispaoimmunity health education seminar
in Charleston, SC. The Wilcoxon signed-rank test efmployed to analyze pre- and
post-flier results. The Repeated Measures ANOVA uged to assess emotional status
as a function of cancer diagnosis. Qualitative deds coded and analyzed using
grounded theory methodResults:None of the women showed significant gains in
knowledge related to breast cancer after viewiegetthucational flier. All women
demonstrated significant increases in anxiety betwsaseline emotional status and

emotional status related to either a real or hygtithl diagnosis of cancer. Unaffected



participants showed higher anxiety means ovefilalitative analysis identified four
major themes: (1) cancer means fear, death, anitlyfemlation; (2) cancer is difficult to
explain; (3) perceived causes of cancer; and {#udés of hope Conclusions: We
showed that either a real or hypothetical diagnokkseast cancer increases anxiety
above that of baseline emotional status amongampke population of Latina women
who attend health-focused support groups. We inethat a refined version of the flier
may be more effective as part of a larger educatiplatform, in which participants are
provided with expanded information and encouragegstticipate in cancer and
genetics-centered conversation. We hope futurarelsendeavors will build upon the
utility of effective educational materials to impegenetic counseling referrals and

genetic-medicine healthcare among this growing [adjaun.

Keywords:Cancer genetics, breast can&RCA1 BRCAZ genetic testing,

stigma, Latina, Spanish
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Chapter 1: Background

1.1.The Current State of Breast Cancer and Availaliity of BRCA Gene Testing

In 2010, cancer became the leading cause of deatdwide (Neal, Beckjord,

Rechis, Schaeffer, Berno, & Duchover, 2011). Mwesz, breast cancer is the most
commonly diagnosed cancer among women in the vemddrding to Phillips and
Cohen (2011). The authors maintain that breasteran the leading cause of cancer-
related deaths among women 20-59 years of aggmihtome countries, and it is
the second leading cause of cancer death for womiie United States. In
perspective, the authors claim that despite theatityrrates due to breast cancer in
the United States, half of all breast cancer casesr in economically developing
countries.

Guidelines in the United States advise women agandiCabove to receive
yearly mammograms, which is the prevailing methardefarly breast cancer
detection. Although multiple organizations have fouth respective screening
protocols, those released by the American Canceie§qACS) are frequently cited.
The ACS recommends that average-risk asymptomatmem age 40 and above
receive annual clinical breast examinations ancgegn optional monthly self-breast
examinations (Phillips & Cohen, 2011). The autrexpand on screening rationale:
“To date, no established preventative measures fexibreast cancer; therefore, the
greatest hope for reducing breast cancer mortatityimproving breast cancer

survival lies in early detection and prompt follag-treatment” (p. 239).



According to Gold and Carbone (2010), scientistsrede that between 5% and
10% of breast cancers are hereditary, meaninghbatancer is caused by a defective
gene in the body that can be passed down througgrgigons. The authors categorize
hereditary breast cancer as being suspected midgidils with a positive family history
for breast and ovarian cancer, families in whichem@resent with breast cancer, breast
cancer appearing before the age of 40, and/oebdbor multifocal breast cancer. The
remaining 90% to 95% of cases of breast cancarisidered sporadic or familial,
suggesting an association with environmental imftgs and/or unknown genetic
determinants (Yeomans Kinney, Gammon, Coxworth,ddson, & Arce-Laretta, 2010).

Competition among institutions around the worldtiedhe discovery and
sequencing of thBRCAlandBRCAZ2genes in the early 1990s. Mutations within the
BRCAlandBRCAZ2genes are estimated to contribute to up to 50#%eohereditary
breast cancer category (van der Groep, van der, Wathn Diest, 2011; Walsh & King,
2007; Meindl, Ditsch, Kast, Rhiem, & Schmutzler12). Research on these genes
showed how their products, when working correclyt, as tumor suppressing proteins.
Conversely, mutations, or changes in the chemeglisnce of these genes, can confer an
increased lifetime risk of 40% to 85% to developdst cancer and a lifetime risk of 16%
to 40% to develop ovarian cancer. The risk iF%2and 1.4%, respectively, for the
general population (Antoniou et al., 2003; Hoppeale 1999; Chen & Parmigiani, 2007,
Gold & Carbone, 2010).

Gold and Carbone (2010) recounted how with betteetstanding of the location
and sequence of tiB=RCA1/2genes, laboratories were able to develop diagntesting,

thus capitalizing on the opportunity for preventmanagement of hereditary breast



cancer. Myriad Genetics, Inc., and its subsidibtyriad Genetics Laboratories, Inc.,
were granted a United States patent in 1997 coydBRCAlgene mutationsBRCA2
mutation patents were granted to Myriad Genetick9®8 and 2000. The Utah-based
company currently has prominence over the commeraien of genetic testing for
mutations in these hereditary breast cancer ganesgdiagnostic testing in the United
States is thus ordered through their laboratorg.oA2010, Myriad Genetics has curated
a database of the results of over 400,000 sampl#ading known deleterious mutations
and numerous polymorphisms.

The American Society of Clinical Oncology (ASCOgoenmends that cancer
predisposition testing be offered only when (1) pkeeson has a strong family history of
cancer (or diagnoses at very early ages), (2)etecn be adequately interpreted, and (3)
the results will influence the medical managemérthe patient and family (Gold &
Carbone, 2010). Evidence suggests that survedlasteemoprevention, and prophylactic
surgical interventions are all beneficial optionsihdividuals with a deleterious
BRCA1/2mutation. The ACS advises that women at an ise@aisk due to family
history talk with their physicians about the betsefind limitations of starting
mammography screening earlier (before the age pfa#0well as the benefits of
additional examinations such as magnetic resoniameging (MRI) and ultrasonography.
The ACS also acknowledges the utility of genetstiteg (“Genetic Testing: What You
Need to Know,” 2013) and includes online referertoeguide individuals who may be

good candidates for the test.



1.2.The Genetic Counseling Profession: Support indvigating the Genetic Testing

Process

According to a 2006 task report by Resta, Biesed&ennett, Blum, Hahn, Strecker,
and Williams, genetic counselors are appropriderras in order to facilitate the genetic
and psychosocial implication$ familial disease. The authors describe genetic
counselors as healthcare experts with specializmdugte degrees and experience in the
areas of medical genetics and counseling. Theepsoof genetic counseling involves
helping people understand and adapt to the meglisgthological, and hereditary
implications of genetic contributions to diseas&ccording to Rolnick et al. (2011),
identification of high risk individuals by familyi$tory may indicate an inherited genetic
susceptibility, and through genetic counselingigrdas can become more aware of the
use of effective strategies for disease preveratiahearly detection.

A subset of genetic counselors specialize in theegbcancer genetic counseling.
The primary goal of this field is to manage patiemmcerns regarding the occurrence or
risk of a genetically inherited cancer in the fanahd to assist in the genetic testing
process if desired by the patient (Resta et ab620Cancer Genetics,” n.d.)The
National Comprehensive Cancer Network (NCCN) sttdtas“women at high risk would
benefit from genetic counseling that helps patient&mily members make informed
decisions about genetic testing and enhances isglaxdtearly cancer detection or risk-
reduction strategies” (Kinney et al., 2010, p.2).

Genetic counselors are able to provide patients avjprofessional evaluation of
genetic test results as well as discussion regautu#alth and management implications

(Gammon et al., 2011). According to Glenn, Chawata] Bastani (2012), genetic



counseling is advised prior to testing BIRCA1/2in order to “asses risk-level, explain
the risks and benefits of testing, and provide pslagical support and assistance in
decision-making” (p. 267). The authors also desttitine influence of counseling in
terms of follow-up care, including providing supptir navigate options of surgery,
chemoprevention, and increased screening. Impbrtagentification of the gene
change in one family member is often informativedther family members who might
be at risk. These at-risk individuals might theeide to pursue genetic testing for their
own benefit. In effect, genetic counseling is sbmes able to provide risk reduction
strategies for an entire, multi-generational fang®enn, Chawla, & Bastani, 2012).
Moreover, Rolnick et al. (2011) showed that genetignseling with high risk individuals
has been reported to increase knowledge and decaeagty regarding the genetic
testing process.

Myriad Genetics also acknowledges that “genestirtg indicates the probability
rather than the certainty of having a disease tla@desults of the tests can be difficult
not only for the average patient but also for therage doctor to interpret” (Gold &
Carbone, 2010, p. 14). Vos et al. (2010) suppdttiednotion in their explanation of how
a pathogenic mutation, or positive result, implreseased risk to develop cancer. They
described that this increased risk then presunoesased options for risk-reducing
strategies, but also for potential feelings ofréisé. The authors continued to explain
how an uninformative, or negative, result implieatt‘no mutation was found but that
the counselee’s pedigree suggests that canceillidifeely to be heritable in this family”
(p- 240). In other words, although no knoBRCA1/2mutation was found, the individual

remains at an increased risk for breast cancee alithors concluded by explaining the



potential to find a variant of uncertain clinicasificance (VUS). This type of result
implies that a genetic mutatidvasbeen found; however, its current clinical sigrafice

is unknown, such that the variant could be eitlahpgenic (disease-causing) or benign
(not disease-causing). Vos et al. (2010) remattkatda VUS result often confers high
levels of uncertainty and relatively high distresshe patient.

Psychological implications of genetic testing maisb be considered. Carriers of
a mutated gene may grapple with the burden of guikgard to passing on the mutation
and potentially being the cause of his or her caiidand grandchildren to be at increased
risk of developing disease (Weil, 2000). Gibbo@(?2) and Hallowell (1999) expanded
on this concept by acknowledging the significantnsion that can result between an
individual's investment in “what is perceived agyentative health” and the
consequential “predictive information for the fayhi(as cited in Gibbon, 2011, p. 1784).
Gibbon also cited Konrad (2005) to explain thategenknowledge can unfold unevenly
in families and encroach upon kin’s ‘rights to kri@w‘not to know,” meaning that the
results of one family member’s test could potehtiptovide health information for other
family members, whether or not those individuaksiaterested in knowing.

The genetic counseling process also guides mutatisitive patients through
inquiries about potential health insurance disanation and financial implications,
including coverage for preventive measures. Caelgy patients who receive a negative
test result run the risk of psychological harm tuéalse reassurances (the belief that he
or she is now immune from the disease) (Gold & Ga€) 2010). This occasionally
complex topic of false reassurance can also bdieththrough the counseling process.

In this way, genetic counseling is opportune ineort navigate the logistic, educational,



and emotional adjustments that may be caused lnesudts of genetic testing (Resta et
al., 2006).

1.3The United States Latino Population and Their Awar@ess of Genetic Testing

Latino is the Latin word for “Spanish,” and is alssed as a prefix for the South
American continent, or Latin America (Fisher, 1998he term Latinos/Latinas is often
reported as a single category, although it is gative of “multiple subgroups from
various countries and cultural backgrounds” (Sualardandorf, & Erwin, 2010, p. 194).
This ethnically and racially diverse group of peobhave roots in Central or South
America, the Caribbean, and Spain (Yeomans Kinhey.,e2010). Fisher (1996)
reflected that while some consideatino to be a better representation of Spanish,
indigenous, and African cultures that are now péattatin America, the term is also
applied as a generic ethnic label by the AmericainliP Health Association (Fisher,
1996). Latinos (noting the —os suffix) refers tdlbmales and females as a group,
whereas Latinas is reserved for only female reptasien.

Importantly, Latinos are currently the fastest grayvminority population in the
United States (Gammon et al., 2011). Accordingjeéomans Kinney et al. (2010), more
than 37 million Latinos are currently living in thinited States, and Latinos are
predicted to comprise 25% of the United States [atjom by the year 2050. Although
ancestry varies, Mexicans represent the largeseptage of the Latino population
(54.1% in 2010), followed by Puerto Ricans, Cub&wexntral Americans (other than
Mexicans), South Americans, Dominicans, Spaniadd,those who consider
themselves of “general Hispanic ancestry” (CoklesidBandi, Siegel, & Jamal, 2012;

U.S. Census Bureau, 2010).



According to Yeomans Kinney et al. (2010), Latindividuals exhibit low
awareness and use of genetic services. The loakeipd especially concerning as breast
cancer is the most frequently diagnosed canceteatling cause of cancer death among
Latina women, according to the same authors. Alghcooverall incidence rates of breast
cancer have been shown to be lower among Latinalgopns than among white
women, Latinas are 22% more likely to die of breastcer within five years after
diagnosis (Sussner, Thompson, Valdimarsdottir, R&dthndorf, 2008). Moreover,
Yeoman Kinney et al. (2010) showed that these woanemmore likely to be diagnosed
at younger ages and with the disease having alygadyessed to later stages. Sussner et
al. (2008) found that these factors still hold tewen when controlling for income,
education, and method of detection.

Literature has similarly suggested that Latina woraee less likely to use
preventive services such as mammograms and sa§tbegams (Yeomans Kinney et al.,
2010). Studies from 2005 found that only 59.6%.atina women aged 40 and above
had undergone a mammography exam within the pgsai, as compared to 68.1% of
non-Latina whites. Part of the lower incidencddast-cancer among Latinas, as well
as higher mortality rates, might simply relate bsence of diagnosis due to low
mammography utilization (Sudarsan, Jandorf, & EnZiol0).

Reports from Myriad Genetics have shown that oWalinen who opted for
BRCAtesting between 1996 and 2007, only 4% were L&ussner et al., 2008).
Despite this statistic, evidence has suggestedBiR&A1/2mutations account for as
many incidences of breast and ovarian cancer imdaomen as compared to non-

Latina women. A study by Myriad Genetic Laboragsrilnc. analyzed over 17,000



women at high-risk for breast cancer. Results dainat 31.3% of Latin
American/Caribbean women tested positive fBRCAmMutation as compared to 23.3%
of women of Western/Northern Europe descent (“MyK@enetic Laboratories,” 2013).
More recent data has reported a subs8&RE Amutations that is more prevalent among
the Latinos, including a higher prevalence of ‘lErgarrangement mutations’ within the
BRCAgenes. (Mullineaux et al, 2003; Voelker, 2009; MgrGenetic Laboratories,
2013; Gammon et al., 2011).

A 2012 study by Glenn, Chawla, and Bastani (20a2¢stigated barriers to
genetic testing for breast cancer risk among ettmnority women. The authors
attributed underuse of genetic testing among tiveseen to lack of knowledge and
awareness, as well as other nuanced cultural aigtidaye factors. They further
explained that low levels of awareness for gertesting were generally observed across
all minority women, including those of Latina etbity. Additionally, a 2000 analysis
performed by the National Health Information Sur¢®1S) in East Harlem (New York
City) found that only 20.6% of Latinos reported imavheard of genetic testing for
cancer risk, as compared to 32.9% of African Ansrecand 49.9% of whites (Sussner et
al., 2008).

1.4 Latino Cultural Influences regarding Healthcareand Genetics

According to Fisher (1996), the Latino teomranderismas derived from the
Spanish woraturar, meaning ‘to heal.” The term applies to the treathof a variety of
illnesses using a combination of psychosocial vaetions, herbs, potions, and religion.
In more modern timesuranderismancorporates modern psychology and scientific

medicine. The belief system commonly links disestaée to one of three causes: natural



and supernatural forces; imbalances of heat ardj aotl emotion. Given this backdrop
of beliefs, Fisher remarks that many Latino farsiliright even consult a folk healer
before considering an appointment with a medicatap adding that the impersonality
of Western medical practice can present an adaitideterrent.

Gibbon (2011) studied the understanding of predkafjenetics regarding breast
cancer among Cuban women. She noted that many wdeseribed the cause of the
disease as a ‘physical blow’ golpethat was significant enough to cause cancer. $t wa
implied among the women that the breast wasrea delicadddelicate, sensitive body
area) that was therefore more susceptible to injlitye author proposed that this concept
arose from a sense that the disease sttikesagainstthe body fronoutsidethe body
(pollution, dietary deficit, etc.), rather than bgigeneratedithin the body (Gibbon,
2011). This notion ofolpe— or outside influence triggering breast canciralso not
uncommon among Latinos in the United States or btexand in fact, might be similarly
perceived as the English equivalent to stress.I&irfk991) has suggested that the
golpdstress creates connection between disorder ibhdtig and state of disease and
concurrently points to a source of illness withire life history (as cited in Gibbon,
2011).

According to a study by Gibbon (2011), a relativewailability of predictive
genetics (includindBRCAtesting) exists in Cuba. Lack of media coveramg a
discussion regarding the genetics of breast cansexgell as general lack of breast cancer
activism, has been observed in this populatione dffect is that few women in Cuba
have heard of thBRCAgenes, and women in the study therefore had nmd pbi

reference to discuss genes or genetic factorsseltwho had heard @ds genesvere still

10



unable to engage in meaningful discussion, aneéaastised vague concepts such as
‘something being transmitted in the blood’ (Gibb2011).

A chapter from Race, Ethnicity, and HegltlaVeist & Isaac, 2013), examined

the interplay between acculturation and Latino thestiatus in the United States. The
authors loosely defined acculturation as “Westeation,” “urbanization,”
“Americanization,” and “modernization,” among mdoemal definitions such as the
“phenomenon that results as groups of individualgrig different cultures come into
continuous first-hand contact, with subsequent gharin the original cultural patterns of
either or both groups” (Redfieldlinton, & Herskovits, 1936, p.149 as cited in LaW&s
Isaac, 2013).

Interestingly, the authors found that health outesramong Latinos in the United
States showed substantial heterogeneity as welrgstions across country of origin.
Negative effects of acculturation (poorer healteyevshown in domains of nutrition,
exercise, drug use, and smoking. However, thegdqositive effects (improved health)
in domains of general health care use, use of pterestrategies, insurance acquisition,
and cervical/breast screening. The authors condltit health outcomes as a function
of acculturation are “very complex and not well arstood” (LaVeist & Isaac, 2012, p.
225).

Cokkinides et al. (2012) similarly investigated lfe@omains of United States
Latino adults. Authors showed that these indivisitiave lower levels of mammography
use, colorectal screening, and Pap tests compaumsahtHispanic/Latino whites in the

United States. However, the authors also showigeleinces in risk factors according to
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country of origin and age group, and thereforeicaet that these variables be
considered in cancer control planning.

A 2012 study by Sussner, Jandorf, Thompson, Heiddid Valdimarsdottir more
closely examined the result of acculturation orhidmdrriers and facilitators ®BRCA
genetic counseling among at-risk Latinas in NewkY®ity. Participants in their sample
population showed a mean acculturation level ofoh4 1-4 scale using Marin and
Gamba’s bidirectional acculturation scale for Hisipa. Using this number and
demographic data, researchers described their sagnmlp of women as being of fairly
high acculturation status. Results showed thatréntisan half of participants had heard
or read ‘almost nothing’ or ‘relatively little’ alod genetic counseling for inherited
disease and for cancer” (p. 6).

Glenn, Chawla, and Bastani (2012) provided anatbatext for understanding
low uptake for genetic services among Latinos. dimhors showed that Latina women
were especially inclined to prioritize family hdaheeds above their own personal
healthcare demands. Latina study participantsriesl the traditional female role as
the reason for delaying her own health care infa¥the overarching needs of the
family. In turn, this hierarchy has rendered theven less aware and accepting of
preventive health services, including awarenesskand/ledge of genetic testing and
genetic counseling (Glenn, Chawla, & Bastani, 201@he woman provided this
illustration:

| think we [Latinas] tend to be more concerned @abdamily loyalty [vs personal

health care needs]...we become martyrs and we \kél tiae pain and

suffering...culturally this is what women do, it snsething ingrained in your

12



culture in your upbringing...You [women] don’t burddre family unnecessary.

(p. 270)

1.5 Unique Barriers Affecting United States Latinosn their Access to Genetics
Healthcare Services

As evidenced by Rolnick et al. (2011), the genetignseling community
recognizes that there are particular obstaclestird@tont their patients regarding use of
and access to cancer genetic services. The sbudy fthat genetic professionals
considered the top “perceived patient barriersetksg genetic counseling after referral”
(p. 314) to include any of the following factorsk evaluation viewed as a non-priority,
concerns about impact on insurability, distancagpointments, lack of insurance, lack
of patient/provider knowledge about the value ofege counseling, discouragement by
family members, and fear.

In regard to Latino-specific barriers in the Unitethtes, a study by White,
Garces, Bandura, McGuire, & Scarinci (2012) idesdifobstacles that included lack of
health insurance, limited English proficiency, ngcenmigration status, and perceptions
such as procrastination, embarrassment, and Rasults of a research study by Walton,
Brandt, & Hilfinger Messias (“Latina Initiative Agast Cancer,” 2012) has suggested
that the most common regional barriers to breasitzd cancer screening for Latina
women in the state of South Carolina include laichazess to cancer screening services,
fear of not having an interpreter, and miscommurooa with the clinic. The combined
effect of these deterrents has resulted in thahbdstengage in less frequent use of
preventive services, engage in increased use pitabemergency rooms, and exhibit

less satisfaction with their healthcare (Hispangalkh Initiative [HHI], n.d.).
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It has been demonstrated that a substantial piopat the Latino population in
the United States tends to lack a regular heakhgeovider, a specific place of care, or a
dependable form of transportation to access heakhgervices (Sudarsan, Jandorf, &
Erwin, 2010). Lack of quality medical care is esdmated by the fact that nearly one-
third of American Latinos lack health insurance ¢gw&ns Kinney et al., 2010).
According to Chandler et al. (2012), “Latina imnagts, and undocumented Latinas [...]
are more likely to be uninsured than their docu@mbunterparts” (p.E24). In effect,
this group of women who lack insurance are at teiggd risk for poor health outcomes
and increased burden from chronic disease. Thesgeeware also more likely to express
“a great deal of dissatisfaction” with the caretttiey do receive (Chandler et al., 2012,
p. E25).

In addition to not having insurance, a 2012 stuglskenn, Chawla, and Bastani
described issues confronting Latina women in reg@rdsurance discrimination. One
woman stated, “I am already worried about it. n’'tget insurance...l have tried to get
insurance...l have been looking for ten years...ltteady a concern...and yeah! You
are discriminated [against!]. The people [who]ah&dhe most can't get it” (p. 271).

The authors concluded that this form of discrimm@afunctions as a barrier to genetic
testing and additionally influences decision-makopgions after testing.

To understand the effect of managing breast camiteout insurance coverage
(or without adequate insurance coverage), a 2Qidly sty Phllips and Cohen explored
the healthcare implications for African Americanman, another minority population at
high risk for breast cancer mortality. One womasdatibed the high cost of surveillance

care for high-risk status in this way, “I've hadawIRIs, which one was $5,000 and one
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was $2,000. My insurance doesn’t pay it at all.. yften’t pay it unless you have been
diagnosed with cancer...so that's why | haven’t haotlaer one” (p. 243).

Chandler et al. (2012) theorized that United Stdiesrimination of Mexican
immigrant women creates a unique form of stigmétmna The authors argued that as
“women lack recognition of their essential humaiiye to their undocumented status]”
(p- E33), power inequalities are worsened betwesiemqts and healthcare providers.
This may be exacerbated by disparities in commuinicakills. In this regard, women
feel stigmatized primarily as immigrants and se@uitygl as cancer patients; they are
therefore increasingly reluctant to seek appropriatre (Chandler et al., 2012).

According to Escarce and Kapur (2006), languagégencies exert substantial
influences on patients’ experiences with healthpaogiders, and information provision
has been shown to be preferred in patients’ favizreguage and with access to qualified,
professional interpreters (U.S. Department of Heaftd Human Services, 2001). When
language barriers exist between patient and provdgients have been more inclined to
decrease their use of primary care, increase usmefgency department care, and
receive inadequate follow-up. This phenomenaxecerbated by the fact that the
United States healthcare system is largely geangdrtl serving English speakers and
there is yet to be a corresponding increase imbdiealthcare workers to match the
rapidly increasing Latino population (Escarce & KgR006; Timmins, 2002; Peterson-
lyer, 2008).

1.6 Stigmatization of Cancer: Shame, Fear, and Silence

In addition to the discussed influences in the slenito engage in genetic testing

and counseling among Latina women, a particuldrliisg barrier is the emotions of
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fear or shame. In fact, the literature has docuetkthat cancer-associated stigma is
prevalent among Latinos. ‘Stigma’ is describedh®s/LIVESTRONG Foundation (The
Lance Armstrong Foundation) as “the perceptiorhefggerson affected by cancer as
differing from the norm in a negative or undesieavay” (Neal et al., 2011, p. 3). This
definition of stigma therefore cultivates risk &elf-induced inequity of medical care,
loss of status, rejection, isolation, and faillweatopt risk-reducing strategies such as
screening.

Gibbon (2011) noted the inherent link between ustdading of disease and the
“cultural meanings that may be linked to it” (p.86§. This author theorized that the
concept of personhood (or identity) is associated multiple variables, such as kin,
family, and/or citizenship. These variables extemdn individual’'s sense of moral
values, spirituality, and religion, which are tHernther interwoven into the larger context
of institutional cultures or state provisions. tdtal, these varying “pulls” on personhood
can affect healthcare and may “influence, facsitatr impede” biological understanding
or uptake of new technologies (Gibbon, 2011, p5}.78

According to Gregg's 2011 investigation of the stagization of cervical cancer
among Brazilian women, the term stigma is a “diditineg attribute, an undesired
differentness from social expectations” (p. 73).effect, stigmatized women — or cancer-
burdened women — may encounter anxiety relevathieio “deformed bodies” as well as
“exclusion from moral community” (p. 73). Gregg (20 merged these descriptions into
what she considers a relatively ignored interpletyeen power roles and being
stigmatized. She stated that recent theorists imapked that “for stigmatization to

occur, power must be exercised” (p. 73). Althougghriesult is often discrimination

16



resistance, Gregg found the opposite effect withis population of Brazilian women,
which was actually to perpetuate and maintain tigens in order to preserve the
continuity of community order and values. Thismpée demonstrates that one effect of
stigmatization may actually be the acceptance sifrdnination in order to concede to
condemning values in one’s society and not createdil (Gregg, 2011).

Yeoman Kinney et al. (2011) found that the wordoeatrevoked the following
descriptors among Latinopain, suffering sadnessdeath worry, fear, anger, and
agony Participants assumed that cancer was synonymitlugleath and that there was
“nothing that one can do about it” (p. 107) or tihavas simply “God’s will” (p. 111).
The same study noted that participants describecdecas a “cultural taboo” (p. 112),
something that might be contagious or shamefuleOplarticipants expressed
embarrassment and modesty as significant baroeistection and risk-reduction
services. Gregg (2011) noted that the Braziliamew in her population would not talk
openly about their disease with friends or neighb@ommunity doctors in Brazil
commonly referred to the disease only as ‘inflamamatbor ‘wound,’” which were applied
as euphemisms for death. In Cuba, the indireotgef cangrejo ‘the crab, is sometimes
used to describe the disease, as well as singpbbfemas con las mamégsroblems of
the breast)” (Gibbon, 2011, p. 1790).

It is noteworthy that many Latino countries of amiglo not have similar concepts
of “biological citizenship” as those in the Unit&thtes/United Kingdom where
communities and cultures are tied to strong breaster activism movements with
emphasis on detection, prevention, and awarenabbd 2011, p. 1790).In 2007,

LIVESTRONG launched a global cancer research sto@mnpower individuals affected
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by cancer and to address the pervasive problertigoia in communities worldwide.
Latin American countries that were included in shedy were Mexico and Argentina.
Information was gathered through a global mediatapdblic opinion research, and
semi-structured interviews. Recurrent sentimenisrged such as little or no control
over risk, lack of a cure, fear of death from caneed lack of knowledge about how and
where to screen for cancer. Results showed tigaia produced a silencing effect that
opposed cancer risk-reducing behaviors or theiliked to seek out supportive services.
They found that cancer continues to “carry a sigaift amount of stigma; however, there
are opportunities to capitalize upon shifting petmns and positive change” (Neal et al.,
2011, p. 1). They further concluded that many peepll feel uninformed, that people
want information, and that communication is criticeefforts to reduce cancer-related
stigma and associated burden of disease.

Due to the cultural silence of the disease, Latmay be more reluctant to share
family history of cancer. This concept that “nelling a relative [about a diagnosis] is
the best course of action” confers an addition&dment to genetic counseling services
(Yeomans Kinney et al., 2010; Gibbon, 2011, p. 379Depending on country and
culture of origin, traditions of non-disclosure goaternalism render it particularly
difficult for genetic healthcare providers to elicomplete and accurate family histories,
navigate family relationships, or provide approf@ieare-giving or preventive
suggestions (Gibbon, 2011). The discontinuityamily pedigrees, as well as the silence
and perceived stigmatization, prevents open dissussieaningful interpretation of

genetic risk, and possible interventions to inceeasareness and decrease morbidity.
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1.7 The Importance of Culturally and Linguistically Tai lored Health Interventions

Importantly, the growing United States Latino p@tidn is uncovering the reality
that “cultural norms and health beliefs of the Sglawspeaking population are not well
understood by healthcare providers” (“PASOs,” n.d.p manage this circumstance,
research has suggested the importance of tailatet/entions to reflect community
priorities and cultures (Sudarsan, Jandorf, & En&®10). Walton, Brandt, and Messias
(2009) maintained that health education materiatailsl be “culture and language
appropriate” with information presented in a cudlly precise framework, and with
context at “no higher than a fifth grade readingele€ In addition, Latino-specific risk
factors — including lower screening usage — shbeldecognized and considered in
clinical settings and “for cancer control planni{@okkinides et al., 2012, p. 353).

Yeomans Kinney et al. (2010) explored effectivecadion methods and
preferences among first or second generation Laimmg in the United States.
Participant suggestions included reduction in teeeél of technical detail” (p. 112) with
technical information presented “clearly and suctiyfi (p. 112), as well as easy-to-
interpret materials with simple words. Other swgjigas included use of entertainment
forms of education (such as througltenovelasor direct dissemination of materials
through schools and churches (Yeomans Kinney €2@10). Cokkinides et al. (2012)
bolstered this suggestion by adding that “educatioampaigns [to prevent cancer]
should consider using multiple media, includingwgion, radio, and newspapers and
magazines, in both English and Spanish, to expagid teach to diverse Hispanic/Latino

communities” (p. 361).
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To add merit to the suggestion for decreased teahand scientific jargon, Saley
et al. (2010) explored genetic perceptions of heagdcauses of cancer and illness
among Arabic-Australians. This population simyacbntends with fears of
stigmatization and fatalistic beliefs related to@ar. Study results showed that
participants were less likely to use the more sifieword gene and more likely to
describe genetics @sherited bloodin the family get it through a parentindstrong or
weak blood In similar fashion, Gibbon’s study (2011) intigating Cuban women with
breast cancer found that there was better undelisgawhen genetic risk was re-phrased
in terms of hereditary factors, suchlaserencia (family history) anda salud or las
enfermedades de los antecedents/anceéieath or illness of family members).

Rosal et al. (2004) explored education preferentésitinos with low-literacy
levels regarding diabetes education. When predemté a one-page brochure and small
educational poster, participants seemed to likesttaghtforwardness of the educational
message and of the simplicity of the brochure. yTdiso showed enthusiasm for graphic
representation of significant concepts. The awthecommended the use of repetitive
messages to solidify main points and to encounafgemation digestion.

White et al. (2012) investigated the promotion affdctiveness of breast and
cervical cancer screening for Latina immigrantgsiits demonstrated that educational
approaches were most effective when tailored toessdthe cultural concerns
surrounding screening and suggested that effoagldhnvolve trusted social
connections within the community. The authors assmmmended that outreach include
Spanish-language announcements to call womenitmaeigarding screening

appointments. However, they concluded that furtbsearch is necessary in order to
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better understand barriers [to screening] and tcerappropriately develop educational
messages. Walton, Brandt, and Messias (2009) steghsimilar proposals, maintaining
that “interaction with lay health workers [suchpemotorasthe Spanish term for ‘lay
health workers’]” is a crucial element in increagadherence to cancer screening
guidelines.

1.8Latinos Show High Level of Interest in Genetic Teshg, Despite Barriers

Published literature suggests that Latinos mairddirgh level of interest in
genetic testing for breast cancer susceptibiliggpite apparent barriers to services and
the need for improved educational interventioneum@on et al. (2010) observed that
although 83% of Latino participants knew “almosthiog or relatively little [about
genetic testing for breast cancer risk]” (p. 68d)% of participants were interested in the
topic. An article by Sussner et al. (2008) sugegbshat “lack of knowledge may, in
effect, drive interest level” (p. 69).

According to Glenn, Chawla, and Bastani (2012),arity women in the United
States have expressed interest in pursuing congsatid testing for three overarching
reasons: to provide information to their familigsjnform their own health, and for the
benefit of society and scientific research. Ongpldnic woman from this same 2012
study expressed her interest in genetic testingot.prevention and to know what to do
in case it would happen to me or...to any of my redat or future generations” (p. 271).
Another Hispanic woman reported that her biggestaatbe in receiving genetic testing
was simply a lack of information available, desgigz being “diligent in keeping up with

[her] health” (Glenn, Chawla, & Bastani, 2012, @1}
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1.9 Implications for Improved Knowledge and Health

The importance of this study is in its recognititonenhanced and informed decision
making among Latinas with familial breast cancéfhile studies have implicated
educational preferences for Latino populationscweently do not know of any research
conducted that has examined the effectivenessohple educational module with
regard to breast cancer genetics.

We hypothesize that a straightforward, targetectational flier will significantly
improve genetics knowledge and understanding arhatiga women in our sample as
well as reduce breast cancer-related stigma. Ctarwdidl therefore measure pre- and
post-flier trends in knowledge/understanding ana@gtions of stigmatization among
this population. We secondarily believe that thesteomes will help to improve current
educational materials for these women as well agase the current dissemination of
such materials. We recognize that an effectivep#iier may become one fundamental
element in a larger and more encompassing eduehttampaign that includes muti-
media outlets.

The objectives of this study include the following:

e Assess the effectiveness of a simple educatioealdh the understanding of
genetics knowledge among Latina women.

¢ Analyze immediate emotional responses regardingsbiEancer stigma.

e Improve educational materials about the genefitseast cancer intended
for use with Latino populations.

e Promote improved health through enhanced underisiguathd empowerment

regarding hereditary breast cancer.

22



We hope to find increased understanding of genaticencert with reduction of
cancer-related stigma among our sample populafikattna women in Florida and
South Carolina. We expect these results to steactty from an educational flier

tailored to the educational preferences of thisucal group.
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Chapter 2: Manuscript

Perceptions of Breast Cancer-related Stigma an@tigeknowledge among
Latina Women:
el mejor entendimiento del miedo.

! Cognetti, J.M., Walker, P., Ordonez, J., & Smittkvi_eone, J. To be submitted tournal of Genetic
Counseling.
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2.1 Abstract

Purpose: Breast cancer is the leading cause of canceh @d@abng Latina women, with
BRCAL1/2gene mutations accounting for a commensurate piiopamf breast/ovarian
cancer in Latina women as compared to non-Latinmevo Despite this statistic, it has
been shown that Latino populations exhibit low aamass and use of genetic services
and that they hold culturally-related beliefs whatlgmatize cancer. We hypothesized
that a simple, culturally-tailored educational fteeould improve genetics knowledge as
well as decrease breast cancer-related stigma abaimg women in our sample.
Method: Two groups of Latina womenN(= 19) were provided with a pre-survey,
educational flier, and then post-survey to asdesis knowledge of breast cancer-related
genetics and their emotional status. Qualitatesponses regarding cancer-related
perceptions were also gathered post-flier. Padris included women both affected and
unaffected by breast cancer and were surveyed éitimar a Spanish-language breast
cancer support group in Orlando, FL or a Hispaoimmunity health education seminar
in Charleston, SC. The Wilcoxon signed-rank test employed to analyze pre- and
post-flier results. The Repeated Measures ANOVA uged to assess emotional status
as a function of cancer diagnosis. Qualitative deds coded and analyzed using
grounded theory methodResults:None of the women showed significant gains in
knowledge related to breast cancer after viewiegetthucational flier. All women
demonstrated significant increases in anxiety betwsaseline emotional status and
emotional status related to either a real or hygtithl diagnosis of cancer. Unaffected
participants showed higher anxiety means ovefilalitative analysis identified four

major themes: (1) cancer means fear, death, anityfemlation; (2) cancer is difficult to

25



explain; (3) perceived causes of cancer; and {udés of hope Conclusions: We
showed that either a real or hypothetical diagnokkseast cancer increases anxiety
above that of baseline emotional status amongampke population of Latina women
who attend health-focused support groups. We inethat a refined version of the flier
may be more effective as part of a larger educatiplatform, in which participants are
provided with expanded information and encouragegbtticipate in cancer and
genetics-centered conversation. We hope futurarelsendeavors will build upon the
utility of effective educational materials to impegenetic counseling referrals and
genetic-medicine healthcare among this growing [adjaun.
2.2 Introduction

In 2010, cancer became the leading cause of deafldwide, with breast cancer
ranked as the most commonly diagnosed cancer amomgen (Neal et al., 2011,
Phillips & Cohen, 2011)Scientists estimate that between 5-10% of breamsteras
hereditaryimplying that the cause of the cancer is a defegjene in the germline of an
individual which can be passed through family gahens. Mutations within thBRCA1
andBRCAZ2genes are estimated to contribute to up to 50#hiehereditary breast
cancer category (van der Groep, van der Wall, &aast, 2011; Walsh & King, 2007,
Meindl, Ditsch, Kast, Rhiem, & Schmutzler, 2011fror individuals carrying 8RCA1/2
mutation, the average lifetime risk to develop bte&ancer may be up to 85%, with
additional increased risks for other cancers, g ovarian cancer (Yeomans Kinney
et al., 2010).

Evidence suggests that surveillance, chemoprengrand prophylactic surgical

interventions are all beneficial and potentialfg{saving options for individuals with
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BRCA12 mutations. The National Comprehensive Cancewbdidt (NCCN) states that
high risk women would benefit from consultation wgenetic counseling professionals
in an effort to guide patient education and infodndecision-making about genetic
testing (Gammon et al., 2011). A subset of geratimselors specialize in the role of
cancer genetic counseling and employ their knovwdddgpecifically identify those
individuals and families at increased risk of canneorder to promote awareness, early
detection, and prevention (NSGC, 2013).

Despite the recognized benefit of genetic coungeliatino populations exhibit
low awareness and use of genetic services. Thiscgimoing is striking in light of the fact
that breast cancer is the most frequently diagnoaader and leading cause of cancer
death among Latina women (Yeomans Kinney at allDRO0It has also been found that
Latinas are 22% more likely to die from breast eavathin five years after diagnosis as
compared to white women and are also more likelyetoiagnosed at younger ages and
with the disease having already progressed to sahges (Sussner et al, 2008; Yeomans
Kinney et al., 2010).

Importantly, Latinos are currently the fastest grayuminority population in the
United States and are predicted to comprise at 258 of the United States population
by the year 2050 (Yeomans Kinney et al., 2010} lafge, members of this population
tend to confront unique cultural barriers in thascess to quality medical care, including
lack of health insurance and non-familiarity witle tEnglish language and/or Western
medicine (Fisher, 1996; Sudarsan, Jandorf, & Era@1,0). With explicit regard to
genetics, Latinos are less likely to have heargewietic testing for cancer risk and are

more likely to agree with perceived disadvantagegeaetic testing (Sussner et al.,
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2008). This is in spite of research that suggdstsBRCA1/2mutations account for a
commensurate proportion of breast and ovarian cant¢bese women as compared to
non-Latina women (Gammon et al., 2011).

Literature has also demonstrated prevalent carssgreaated stigma among Latino
populations. Results from a global cancer resestudly conducted by the
LIVESTRONG foundation state that stigma is desatibs the “perception of the person
affected by cancer as differing from the norm megative or undesirable way” (Neal et
al., 2011, p. 3). Such sentiments may subjechdividual to potential discrimination,
loss of status, rejection, and isolation (Nealletz®11). The same report also showed
that refrain from cancer-related discussions —eapkng a diagnosis secret—
consequently blocks individuals from taking riskhueing behaviors or seeking out
supportive services.

Despite aforementioned healthcare barriers andecaetated stigma, recent
literature has suggested that Latinos maintairgh kevel of interest in genetic testing for
breast cancer susceptibility (Sussner et al., 2008)reover, there are demonstrated
opportunities to capitalize upon shifting percepsi@f stigmatization, in which
communication and the dissemination of educatiaoratkerials will be crucial (Neal et al.,
2011).

Research has demonstrated the efficacy and uiiliealthcare education
materials that directly reflect cultural prioritiaad preferences of Latino populations
(Sudarsan, Jandorf, & Erwin, 2010). However, weed@n absence of data to describe
the effect of a Latino-targeted educational modailered specifically to genetic

knowledge. In order for genetic information torheaningful and appropriately
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disseminated, it must first be shown to effectivielprm the proposed consumers. We
hypothesized that a simple, culturally tailored @ational flier would improve genetics
knowledge as well as decrease breast cancer-reiagmoia among Latina women in our
sample. Our data measured pre- and post-fliedsranknowledge, understanding, and
perceptions of stigmatization among this populatigve believe there is extraordinary
value and life-saving potential in the deliverygainetic information that addresses the
negative and undesirable perceptions of the disease
2.3 Materials and Methods

2.3.1 Participants. The first group of participants was invited to papate from
the Hispanic Health Initiative (HHI) Breast Can&pport Group in Orlando, FL. The
meeting was conducted solely in Spanish languadassembled at MD Anderson
hospital. The principal investigator (Pl) attendlee group, introduced the project, and
disseminated/collected the materials.

The following was used as inclusion criteria foe tHHI Orlando group:

e Women self-described as Latina

e Native Spanish-speakers

The following was used as exclusion criteria fa HHI Orlando group:

e Males

e Non-native Spanish-speakers

e Women who were blind (due to the nature of the mal#)

We originally intended to use “Women who had reedia diagnosis of breast

cancer during some point in their lifetime” as pafrthe inclusion criteria. However, one
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woman from HHI Orlando was found to not have befgected. The decision was made
to include her responses in data analysis in dodegrcrease sample size.

A second group of women was invited to particigeden HHI's PASOs program in
Charleston, SC. The PASOs program is conductedigirthe Medical University of
South Carolina and serves to optimize health ankbisganic populations through
support and education. These women were invitghttcipate in order to realize
greater survey response and improve data analfysrsafl willing individuals from HHI
Orlando were surveyed.

Due to travel barriers, the Pl was not preseninduhe PASOs meeting. Detailed
instructions were provided to the support groupléearia phone, email, and written letter
so that she might conduct the session in simiksniémn. All survey materials were
mailed to the group leader; survey responses walected and returned to the PI. The
leader of this group was a native Spanish-speaker.

Due to the nature of this support group, surveyemals were altered to reflect
the possibility that members of the PASOs suppartiig had not received a personal
diagnosis of breast cancer (see Appendices C andnblusion criteria remained the
same.

2.3.2 Research MethodsAll disseminated materials and instructions were
provided in Spanish language. We presented theamosith a pre-survey which
included six questions designed to assess unddistpof breast cancer genetics.
Responses to the questions were marked as @itherFalse orl Don’'t Know. The pre-
survey also included an adapted 20-item versidheftate-Trait Anxiety Inventory

(STAI) to measure baseline emotional status; the@mowere asked to respond to the
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scale by reflecting orlow They Feel during Most Days of the Weékhe same scale
was presented once more on the pre-survey in todevestigate perceptions of cancer-
related anxiety/stigmatization. The women from Hbtlando were asked to reflect on
How They Feel When They Think about Their Breasc@aDiagnosis The women

from PASOs Charleston were asked to reflecHow They Would Feel if they Were to
Receive a Diagnosis of Breast Cancer

We then presented the women with an educatioral(thine page, front-and-back)
that served as an educational module to explaiic lgasetics, the genetics of breast
cancer, and the profession of genetic counselieg Appendix B). The women were
given between three to five minutes to read thraihgtflier. The flier was also read
aloud by the support group leaders in order tosapsirticipants with lower literacy
levels.

A post-survey was then administered. The six goestregarding breast cancer
genetics were re-asked in the same phrasing armdl. ofdhe same set of STAI questions
regarding emotional status was again presentdeeigdntext of having had an actual
diagnosis of breast cancer, or considering a hyatl diagnosis of breast cancer.
Generalized questionkl¢w Do You Feel During Most Days of the Weskre excluded,
and baseline emotional status was considered tot&stent with answers from the pre-
survey.

We obtained qualitative data from the three opeahedmuestions at the end of the
post-survey (see Appendix D). A semi-structurgdrview method (see Appendix E)
was used to collect qualitative data from thos¢igpants from Orlando willing to share

their contact information. Women from Charlestagre not invited for follow-up phone
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interviews due to timing of data collection. Twaléw-up interviews were conducted by
the Pl via Google Voice and recorded using Audasiitfjware and assisted by a Spanish-
language medical interpreter.

Pre-surveys and post-surveys were appropriatelgacodorder to compare and
contrast each individual’s responses as a setinGad the surveys did not include any
of the participants’ identifying information. Adlata was kept private and confidential in
a password protected laptop.

Those who included contact information from HHI &@mdlo were entered into a
raffle to win a $25 gift card to a local restauranstore. All participants from PASOs
Charleston were entered into a raffle to win 1 gif8cards totaling $50. The research
study was approved by the Institutional Review Blozrthe University of South
Carolina at Columbia, SC, in July, 2012.

2.3.3. Statistical Analysis.Quantitative data was analyzed usBRSS (Statistical
Package for the Social Sciences), version 21.@; @sponses were groupactording to
whether participants had been affected or unaffielsyebreast cancer due to the potential
confounding influence of cancer diagnosis on ansgkrction. The Wilcoxon signed-
rank test was employed in place of the depend&#ttas a nonparame tric analysis due
to the small sample size. The six factual questisere analyzed both pre- and post-
educational flier to investigate changes in scoiEsiotional status responses (Baseline,
Cancer-Related Emotional Status Pre-Educationat,Fdnd Cancer-Related Emotional
Status Post-Educational Flier) were analyzed agams another to investigate potential
differences. Positive-emotional statements ingilnestionnaire were reverse coded

during analysis to ensure consistent ranking.
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The Repeated Measures ANOVA test was carried oalldhree emotional status
measures to assess whether affected or unaffetag gnembership significantly
affected resulting anxiety levels.

Qualitative data was coded and analyzed using giexxstheory methods to
investigate themes from the open-ended response®iow-up phone interviews.
Translation was performed by both the Pl and a Spagnglish medical interpreter who
provides services to the University of South Ca@lGenetic Counseling department.
Select quotes were included in the results seatidaoth translated English and the
original Spanish counterpart.

2.4. Results

2.4.1 Participant Demographics.Total participants from HHI Orlando and
PASOs Charleston equaled1®< 19). Seven of eight participants from Orlandd ha
received a diagnosis of breast cancer at some goririg their lifetimes (affected), and
none of the 11 participants from Charleston hadivec a diagnosis of breast cancer
(unaffected). In total, 37%E 7) of participants were affected and 6396 (12) were
unaffected. The unaffected group ranged in ages #5-96, and age was not assessed in
the Orlando group due to logistic limitations. Hoose individuals with a history of
breast cancer, year of diagnosis ranged from 182011. All participants identified
themselves as being Hispanic with Spanish being tiagive language. Respondent

demographics are summarized in Table 2.1 and F@ure
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Table 2.1 Participants’ Country of OrigiN € 19)

HHI Orlando PASOs Charleston
Mexico 0 9
Colombia 3 0
Puerto Rico 3 0
Dominican Republic 2 0
Peru 0 1
Spain 0 1

Participants' Highest Level of Education
Completed

Did Not Finish High School

High School ("Secondary School")*
Trade School or Professional Institute
University/College

Master Degree

No Response

Figure 2.1 Participants’ Highest Level of Education Completed (N = 19)
*The term “Secondary School” implies education following Elementary School. It cannot be
assumed to be synonymous with the United States version of High School due to substantial

heterogeneity between countries’ educational systems.
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2.4. 2 Changes in Knowledge Related to the GenetiosBreast Cancer:

Pre- vs. Post-Educational Flier. Participants were asked to respond to six factual

guestions before and after reviewing an educatitheal The Wilcoxon signed-rank test

was carried out on the responses from the grolyatiia women affected by breast

cancer (i = 7). The results showed that genetic knowledgees did not elicit a

statistically significant change between pre- aastfeducational flier. Results are

shown in Table 2.2.

Table 2.2. Genetic Knowledge among Latina Womerdétid by Breast Cancer,
[Measured Pre- and Post- Educational Fler 7)
Q4: A Q5: A
woman woman may
Q2: There without a |be at Q6: It's
ismore [Q3: All breast increased [possible tg
than one |women cancer risk of breas|have
gene that |who have g gene cancer if she several
Q1: About |can mutation in| mutation | has several |relatives
half of all |increase [the breast |can still close with breast
breast the risk of | cancer develop relatives cancer by
cancers are| breast gene will |breast with breast |chance
hereditary. |cancer. |get cancer|cancer. cancer. alone.
Z -.966" -1.342 -272 .000° -1.134 -1.289
Asymp.
Sig. (2- 334 .180 .785 1.000 257 197
tailed)

a. Based on positive ranks.
b. The sum of negative ranks equals the sum ofipesanks.
c. Wilcoxon Signed Ranks Tegt= < .05
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The Wilcoxon signed-rank test was also carriedoouthe responses of Latina
women unaffected by breast canaer(12). The results showed that genetic knowledge
scores did not elicit a statistically significatiange between pre- and post-educational
flier. Question #2 showed a positive tre@d=(-1.913,p = .056), but was not statistically

significant. Results are shown in Table 2.3.

Table 2.3. Genetic Knowledge among Latina Womenfidoted by Breast
Cancer, Measured Pre- and Post- Educational FlerlR)
Q5: A
woman
Q3: All Q4. A may be at
Q2: women | woman | increased| Q6: It's
There is| who have| without a| risk of possible
more a breast breast to have
than one| mutation| cancer | cancerif | several
gene thal inthe gene she has | relatives
Q1: About can breast | mutation| several with
half of all | increase| cancer | can still close breast
breast the risk | gene will | develop | relatives | cancer by
cancers ar{ of breast get breast | with breast chance
hereditary.[] cancer.| cancer. | cancer. cancer. alone.
Z -333 | -1.913 | -812 | -1.22% -.8122 -.43%3
Asymp.
Sig. (2- .739 .056 417 222 417 .665
tailed)

a. Based on negative ranks.
b. Based on positive ranks.
c. Wilcoxon Signed Ranks Tegt= < .05
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2.4.3 Quantitative Analysis of Cancer-Related Anxty. Participants were
asked to respond to a Likert scale questionnaaeabsessed Baseline Emotional Status
(BES), Cancer-Related Emotional Status before dineagional flier (CRES-pre), and
Cancer-Related Emotional Status after the educatibar (CRES-post).

The Wilcoxon signed-rank test was carried out apoases from Latina women
affected by breast cancer. The results showedtigtstally significant increase in
anxiety between the women’s BES and CRES-gre{2.032,p = .042). Anxiety levels
did not show statistically significant differendaestween BES and CRES-post or between

CRES-pre and CRES-post. Results are shown in Tadle

Table 2.4. Difference in Baseline Emotional Statnd Cancer-
Related Emotional Status (Pre- and Post- Educdtieiea)
Among Latina Women Affected by Breast Canaes (7)

CRES-post
CRES-pre | CRES-post| vs. CRES-
vs. BES vs. BES pre
Z -2.032 -1.00G -.538
Asymp. Sig. (2- 042 317 593
tailed)

a. Based on negative ranks.
b. Based on positive ranks.

c. Wilcoxon Signed Ranks Tegt= < .05

The Wilcoxon signed-rank test was also carriedooutesponses from Latina
women unaffected by breast canaer(12). The results showed a statistically
significant increase in anxiety between the wom@&kES and CRES-pr&Z(=-2.021p =
.028). Results also showed a statistically sigarit increased anxiety between BES and
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CRES-post, meaning post-flier anxiety remainedstteally higher than that of baseline
anxiety £ =-2.383,p =.017). Anxiety levels did not show a statistigalignificant

difference between CRES-pre and CRES-post. Remdtshown in Table 2.5.

Table 2.5. Difference in Baseline Emotional Statnd Cancer-
Related Emotional Status (Pre- and Post- Educdtieiea)
Among Latina Women Unaffected by Breast Canoer 12)

CRES-post
CRES-pre | CRES-post| vs. CRES-
vs. BES vs. BES pre
Z -2.20F -2.383 -.210"
Asymp. Sig. (2- 028 017 833
tailed)

a. Based on negative ranks.
b. Wilcoxon Signed Ranks Tegi;= < .05

The Repeated Measures ANOVA was carried out ieraim analyze affected vs.
unaffected women across all three emotional fag®EsS, CRES-pre, and CRES-post).
Results showed that levels of anxiety were depdnalewhether the women were part of
the affected or unaffected group. There was assilly significant difference between
the groupsF (2,7) = 4.923p = .046. A marginal means plot analysis demoresdrat
visually meaningful trends, including decreasingiaty tendencies among both groups
between CRES-pre and CRES-post as well as oveghikhanxiety levels among
unaffected participants across all three fact&stimated marginal means among the

affected women also showglknically significant decline in CRES-post below a
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standardized mean 86.5(Spielberger, Gorsuch, Lushene, Vagg, & Jacobs3)198

Results of the Repeated Measures ANOVA are showgimre 2.2.

Baseline Emotional Status vs. Cancer-Related Emotional Status
Among Breast-Cancer-Affected and Unaffected Latina Women
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BES CRES-pre CRES-post
- Unaffected 41.667 61.667 59.333
Affected 33.75 38.25 35.25

Figure 2.2 Baseline Emotional Status vs. Cancer-Related Emotional Status Among Breast-

Cancer-Affected and Unaffected Latina Women.

2.4.4 Qualitative Review of Cancer-Related Percepins Post- Educational
Flier. We collected qualitative results from both writi@rresponses on post-surveys as
well as phone-interview transcripts. All women gqueted at least part of the written
response section in Spanish language, and two wareemable to be reached for
follow-up phone interviews in Spanish languageeAftanslation into English language

by the PI and interpreter, grounded theory methmedsaled four major qualitative

39



themes: (1) cancer means fear, death, and fanoilgtisn; (2) cancer is difficult to
explain(“No sé"); (3) perceived causes of cancer; and (4) attd#wddnope. Examples
are presented first in the translated English cenpeatrt, followed by the original Spanish
guotation. All themes include a mixture of writtenand phone-interview responses.

Theme 1: Cancer means fear, death, and family itma.

The women were asked to describe “What is thetfiisg that comes to mind
when you think of the word cancerz/Qué es lo primero que viene a la mente cuando se
piensa en la palabra cancer?The majority of women related cancer to thedwihg
words: deathrfuertg, fear (niedg, and nervesnerviog. Three respondents expanded
on their initial impression of cancer by writing[Hfat | am going to die,” Que me voy a
morir”). These three women were from Charleston and batdaen previously
diagnosed with breast cancer.

A few respondents remarked on sentiments of “bthegnly one diagnosed with
cancer,” in conjunction with feelings of lonelinemsd/or suffering. One respondent
explained, “I cannot give an explanation of cartoeny family because | am the only
one [in my family] who has suffered this sickneg5No puedo dar una explicacién de
cancer en mi familia, porque yo soy la Unica queiiieido esta enfermedafl” When
asked via phone-interview whether a participant tthér family members diagnosed
with cancer, she responded, “No...no...no...no. Only'rfié&yo...no...no...no. Yo
solamente).

Notably, many women expressed concern over dyiddeaving their children
without a parent, “[I think of] death and of yourildren who would probably be left

alone,” ("En la muerte. Y tus hijos que probablemente quedks”) and, “[Cancer
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makes me think] | am going to die and that | wdekllve my children alone,” e voy a
morir; voy a dejar a mis hijos soloy”

Theme 2: Cancer is difficult to explain (“No sé”

Results showed a majority of written-in respon$es tlaimed, “I don’t know”

(No sd. This answer was cited as a response for attyeahree post-survey questions
that were presented to the women; it was sometpr@sded as an answer to all three.
However,No séwas provided more often as an answer to the foligwuestions (1)

What do you think are medical causes of breastaz@ngCual cree usted que son las
causas médicas de cancer de majaf (2) How do you explain cancer in your family?
(¢, Como explica usted el cancer a su famjlid®o séwas shown more often among the
Charleston women who had not been affected by bcaaser.

Related tdNo s€ women also illustrated feelings of general coifugnd being
overwhelmed. One woman expressed her difficultynderstanding/explaining cancer
by claiming, “It's difficult to explain it [cancer]given that cancer confuses everyone,”
(“Es dificil explicarlo; puesto que todo el mundaeafudir mucho’.

Theme 3: Perceived causes of cancer.

Participants discussed a number of perceived caisescer. Causes were more
often expressed in response to the question: Whgod believe are non-medical causes
of breast cancer(z, Cuales son las causas no-médicas de cancer daPha@auses that
were cited most frequently included lifestyle, ssieand environment; these were often
cited in combination. One woman wrote: “[Breast@ax] could be influenced by poor
nutrition, by stress or suffering(*"Puede influir mala alimentacion, por stress o

sufrimiento”).
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Of all mentioned causes, food/nutrition was citesstirequently. Women
expounded on this category to include conceptsefveeight and overconsumption of
processed foods: “The environment and some (opeaidijessed foods,” El medio
ambiente y algunos alimentos (o todos) procesado®nother participant explained
how she cautioned her family members by statingatle told my children that they
need to watch their nutrition, because we candl[loge affected by] cancer,”Yb les he
dicho a mis hijos que se cuiden en su alimentagodrgue el cancer nos puede llegar a
todos”).

A few women referencedyblpes, or hits, as causative factors. This term was
referenced by Finkler (1991) and Gibbon (2011)asesponding to a general English
understanding of stress, or more specifically,rey§ical blow’ that is perceived to be
strong enough to cause cancer.

Genes/Genetics were referenced as being cancangdaysabout one-quarter of
participants, always under the category of non-cediauses of cancer. Participants did
not expand on this answer, and left responsesysadelgenes” or, “changes in genes.”
One woman wrote, “The degeneration of geneglédeneracion de los gengs”

One woman whom we interviewed via phone expressedgtones of
religiosity. She was the only participant to refeze God and/or Christianity during the

study.
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“I am very religious and believe very much in Gedl Sefio}... | do not

use vices, ever. | have always been a very coaseev person in

everything...in my eating and everything. If God @dlkis [cancer] to me,

well it's a sign that he chose me. Only me. Afdie sisters, this was

given to me. God chose me.”

(“Porque yo soy muy cristiana, y creo mucho en @i ... yo no uso

vicios, nunca. Y yo siempre he sido una persona cmmgervada en

todo... para comer y para todo. Si el Sefior me masd) pues es sefia

que él me escogid. Yo solamente. Y de cinco hesrguea éramos, a la

gue me dio fue a mi. El Sefior me escogio.”)

Theme 4: Attitudes of hope.

In contrast to responses of fear and/or deathpgbeu of participants nonetheless
expressed sentiments of positivity. Some of tlseides seemed to stem from internal
predispositions to hope.

“l think that a Good mental attitude in the face a@ncer helps with curing

(healing). I think that a large percentage (80%ihe cure depends on us.”

[“Pienso que con Buena actitud mental frente a fdeemidad de cancer ayuda a

la curacion (“healing”), creo que porcentaje gran@d80%) de curar depende de

Nosotros.”|

Other women credited external factors such as nmost@entific medicine and the
continuing search for treatment and cures: “Scidrasegreatly improved and some

cancers can be successfully treatedJug¢ la ciencia ha adelantado mucho y algunos
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canceres se pueden tratar con éxit®ositive sentiments were shown more frequently
among the Orlando group (affected) than the Charegroup (unaffected).

Positive sentiments were shown more frequently ambea HHI Orlando group
(affected) than the PASOs Charleston group (unegthc It is also noteworthy that one
woman from Orlando was the only woman to have gbreugh a genetic counseling
process. She has a knoBRCAZ2family mutation. She also expressed notable optimi
perhaps beyond that of the other women: “Yearserbeft was ‘| am already dead.’
Now, with medical advances, | had more hope thahahmy mother, aunts, and family
members,(*"Muchos afos atras fue:“estoy muerta ya.” Ahorarclos adelantos
medicos, yo tuve mas esperanza que mi mama, fiasihas”).

2.5 Discussion

Our study demonstrated that there is significarteiy associated with breast
cancer among our sample population and that areéiduoal flier may provide an
effective tool to reduce this anxiety. Our studyports that by measuring anxiety we
were simultaneously assessing emotions of stigrsarae level. We believe that the
word anxiety suggests an umbrella of stigma-reltgdeuls including “undesirable and
negative feelings” (Neal et al., 2011, p. 3) andraations of guilt and shame that
therefore increase stress and cause “psycholagnchsocial morbidity” (Chapple,
Ziebland, & McPherson, 2004, p.1). In the publmatby Chapple, Ziebland, &
McPherson (2004), the authors interviewed 45 ptgignthe U.K. with lung cancer,
many of whom remarked on the stigma associatedthahdisease. We believe that
while those respondents experienced external stighaged reactions from other people

in many cases, the women in our study may feeirgtigncluding guilt and shame,
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internally, due to their cultural norms and basitdrat may prevent them from receiving
adequate education about the true medical caudeeadt cancer.

We did show steeper increases in means anxiety gamamnsample of unaffected
women (BES to CRES-prd;1.4t0 61.7) compared with the affected grougB(8to
38.25. This may have been in part due to the ideaatmtpothetical diagnosis of cancer
led to greater initial anxiety, which may have @lithe steeper initial rise in anxiety. In
other words, these women had not already contewidtbdand accustomed themselves to
cancer-associated stress. We also acknowledgéhthiahealth seminar was not tied
directly to breast cancer and that the survey theasetherefore a surprising — and
potentially anxiety-producing — topic. This idefleam unannounced cancer survey may
also account for their higher levels of anxiety r@e including baseline status.

We recognize that that not all variables could &x&tilled for during the study,
including those that may have contributed to da@aofjrmeans in anxiety post-educational
flier, therefore falsely inflating the weight ofdleducational intervention. Other
mechanisms for decreases in anxiety could havaded general alleviation of anxiety
over the course of the group session, greater séregenfort after talking and interacting
with other group members, or heightened positivetems related to finishing the
survey.

We did not show significant gains in knowledge ehgtics related to breast cancer.
It is possible that this could simply be a functadrsmall sample size or of insufficient
time to absorb the flier's information. However, @also consider that the study design
likely underestimated the complexity of the quassiand the validity of the answers in

the context of the lower literacy levels amongeaist some of the women. In future
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studies, we would propose that the questions ble-translated and validated via a pilot
study to assess participant comprehension of #teraents. We additionally consider
that the women may have experienced survey fatdfee reviewing the flier and were
therefore less motivated to answer the questiongcity.

We point out that Question #2 demonstrated a pesitend among the unaffected
women, meaning that although it was not statidticgnificant, a larger sample size
may have achieved statistical significance foreased level of genetic knowledge.
Question #2 stated th@here is more than one gene that can increaseishkeof breast
cancer and the answer is true. The educational flies s@ecifically designed to
communicate that both tiBERCAlandBRCA2genes can contribute to hereditary breast
cancer. There are, of course, other known genethéy were not mentioned as part of
the study. We suggest that this question was easdy answerable due to the repetition
of BRCAlandBRCA2(written twice) and the plurality of the word ‘gesi®n the
educational flier. This aligned with conclusionsrh the 2004 study by Rosal et al.
which found that educational preferences of Latingkided repetitive and succinct
messages.

Analysis of qualitative data cannot be framed agfgane-educational flier sentiments,
as this information was only gathered from the {sastvey and follow-up phone
interviews. Nonetheless, the voices provide cdritaxfurther education and interaction
among Latina women regarding breast cancer. Whdestlucational flier seemed to have
decreased anxiety means in our sample populatiemgeommend that its
implementation may be more effective as part @rgdr educational platform. For

instance, the flier might be disseminated as gaahanvitation for a health education
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seminar where actual seminar conversations coualdde expanded education along
with talking-points that address qualitative fingtsn

We found that more positive and optimistic statetm@ere provided among the
affected HHI Orlando group than the unaffected PA&Barleston group. These
positive statements included the hopefulness cat/ey theBRCA+ participant.
Regarding this group as a whole, it is not unlikéigt having survived breast cancer
rendered these women less likely to remark on biselateness of death from cancer.

The unaffected PASOs Charleston group also providect responses bflon’t
knowto the open-ended questions at the end of the wufes demonstrates that
confusion and not-knowing persisted beyond distrdouof the educational flier and
reinforces our finding that women did not improvetvledge scores related to breast
cancer genetics. Because the majorityyaddn’t knowresponses were provided by
unaffected participants, we suggest that the woafilected with breast cancer had
received at least some helpful medical or psychodbgnformation during their
diagnosis and/or treatment. Given this suppositimnsuggest that breast cancer related
materials could be especially useful as educatitmwds$ for preventive interventions
during educational seminars directed towards daihbavomen, not just those who have
been affected by cancer.

We theorize that affected women were less likelgdave respondeddon’t knowdue
to having gone through a personal diagnosis ofdbieancer. However, they were
certainly not immune from emotions of confusion /andlevastation. Support groups

and educational interventions might be able toefangore detailed subjects among these
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women, such as deeper understanding of emotiogsesfand shame as well as better
understanding of perceived barriers to genetic selimg (Sussner et al., 2012).

Only about one-quarter of participants referencaeg/genetics as cancer-causing
variables. This finding seems to be consistert Witérature showing that minority
populations have limited knowledge about genet@angmon et al., 2010; Gibbon, 2011,
Catz et al., 2005). We also noted that geneticsreferenced as a non-medical cause of
cancer, while food/nutrition/stress was cited moeguently as being a medical cause of
cancer. We similarly propose that genetics wasigeavunder the umbrella of non-
medical causes of cancer as a result of particspaging less familiar with genetics,
therefore perceiving it as “less medical.” In adofif as described by Peterson-lyer
(2008), Latinos who are more inclined to rely om+estern doctors are more likely to
approach illness as form sicknessrather than diseasan a purely biomedical sense.

Importantly, we did not measure the women’s undeding of the availability of
genetic testing. Gammon et al. (2011) discussaddiwver levels o0BRCA1/2testing
awareness among minority groups in the United St@d¢enonstrates a need for all at-risk
individuals to be better informed about its avaligb In our sample population, only
one woman had gone through genetic counseling ascknown to be BRCAmutation
carrier. This woman was opportunely prompted feyrthture of the study to speak up
and share her experience with the other suppoupgneembers. It is plausible that her
experience spread awareness and shed favorabl®hdhe opportunity and availability
of genetic counseling and testing. This casetattesa potential outlet for willing Latina
women who have already gone through the genetiosamg/testing process to conduct

personal community outreach and story-telling. sidoncept builds upon the research by
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Sudarsan, Jandorf, & Erwin (2010) who maintained tieterminants of health be
addressed through “social networks, neighborhoaas,communities” (p. 194).

2.5.1. Limitations. Our study analyzed the data of a relatively snaathgsle
population from two United States locations, reprgisig six countries of origin. All
materials were developed by the Pl who is not laatind for whom Spanish is not her
native language. It is conceivable that participdrom HHI Orlando were less
motivated to participate in the study with knowledbat the Pl was not of Latina
ancestry. In addition, the PI has no way of kngptime exact details of data collection
from PASOs Charleston, as she was not present.

2.5.2 Areas for future research.As of result of small sample size, we were unable
to tease out significant variables that have béemwas to affect health strategies among
Latinos. Future studies might investigate how ¢oguaf origin, age, and level of
acculturation alters improvements in genetics keolge and levels of anxiety/stigma
(Cokkinides et al., 2012). We also acknowledge thustdemonstrated increases in
anxiety related to cancer (BES to CRES-pre) maybeainique to Latina women.
Indeed, heighted anxiety may likely represent aensial and general response to the idea
of cancer. However, follow-up studies could invgate the degree of heightened anxiety
related to cancer as compared between differentattiles.

Our study did not originally intend to survey wamenaffected by breast cancer;
however our results showed statistically signiftadifferences in anxiety between our
affected and unaffected groups of participantstufeuendeavors might explore how to
better stratify educational materials for Latinammen according to diagnosis status in

order to achieve more significant decreases infliestanxiety.
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In addition, we chose to create our educatiortah#ention using a simple paper flier
due to its cost-effectiveness, efficiency, andihib reach larger populations,
particularly those without multi-media access. Hwer, we recognize that illiteracy and
disinterest in reading “educational material” lisiihe potential effectiveness of our tool
and we would therefore be interested in the infbgeof other modalities that have shown
to be effective and preferred among Latino popoleti These modalities might include
entertainment forms of education suchedenovelasradio, and magazine (Yeomans
Kinney et al., 2010; Cokkinides et al., 2012).

It might also be worthwhile for genetic counselrgropagate information by
attending meetings and giving presentations to logegis, surgeons, primary care
physicians, and gynecologists who are Spanish-apgakd involved in serving the
Latino community. This concept was initially prgeal by Rolnick et al. (2011) to
reduce patient barriers to genetic testing, andalssaddressed in literature Bgcarce
& Kapur (2006), stating that Latinos are hindenmedhieir ability to obtain healthcare
services due to their own limited English profiaggrand the limited Spanish proficiency
of healthcare providers.This vehicle of information distribution (via Spahtspeaking
doctors or nurses) also prioritizes and emphasimeseed to add more Spanish-speaking
medical providers to the Unites States healthcgstem as the Latino population grows.
2.6 Conclusions

We believe that the potential to reduce canceteadlatigma combined with
enhanced knowledge of genetics among Latinas is\partant step in closing in on
genetic health service gaps. It is well documethatithere is value in providing both

genetics education as well as education that askesd¢be negative and undesirable
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perceptions of disease. These combined factorthemefore empower Latina women to
overcome fear and combat cancer-associated magrbaditwell as share valuable and
life-saving information with family members.

The participants in our study represented Latineneto who were both affected and
unaffected by breast cancer. The sample size mval, ut we showed significant
increases in anxiety (above baseline emotionalstat response to either a real or
hypothetical diagnosis of breast cancer among artigpants. Unaffected participants
demonstrated higher anxiety means overall, and bagiffected and affected participants
demonstrated some decrease in mean anxiety bepweeand post-educational flier,
when analyzed as distinct groups.

Participants in our study did not show improvemémtgenetic knowledge related to
breast cancer after the educational flier inteneent This may have been a function of
small sample size, complexity of information, p&mglish to Spanish translation, or
inadequate time to process the information in liee. f This study chose to use a simple
paper flier due to its cost-effectiveness, efficigrand ability to reach larger populations,
particularly those without multi-media access. Hwoer, further refinement of the flier
and its presentation of delivery may be necessaoyder to improve its effect. We also
acknowledge that there is room to explore alteveatethods of flier distribution along
with other outlets of education, including telewisiand radio. However, we remind
future researchers that many members of this ptpnldo not have access to multi-
media equipment, and are consequently limited iaretand how they receive genetic

health information (Livingston, 2010).
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Our hope is that future research endeavors wiltupon the utility of effective
educational tools that address genetics educatmmg Latino populations, with the
intention to achievan equitable balance between genetic medicinetiigeand health
status. Such endeavors thus align with the UrStiades Department of Health and
Humans Service’s overall health objectives forybar 2020 which includes the goal to
“Improve health and prevent harm through valid aseful genomic tools in clinical and
public health practices” (Healthy People, 2012 riiove forward in this sense —
specifically with regard to health goals among hatpopulations in the United States—
culturally tailored information must be providedittaddresses their most compelling

barriers and enhances access to healthcare seincesling genetic counseling.
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Chapter 3. Conclusions

We believe that the potential to reduce canceteadlatigma combined with
enhanced knowledge of genetics among Latinas is\partant step in closing in on
genetic health service gaps. It is well documethatithere is value in providing both
genetics education as well as education that aslesé¢be negative and undesirable
perceptions of disease. These combined factorthemefore empower Latina women to
overcome fear and combat cancer-associated morheditwell as share valuable and
life-saving information with family members.

The participants in our study represented Latinenem who were both affected and
unaffected by breast cancer. The sample size mal, ut we showed significant
increases in anxiety (above baseline emotionalstat response to either a real or
hypothetical diagnosis of breast cancer among atrigipants. Unaffected participants
demonstrated higher anxiety means overall, and agiffected and affected participants
demonstrated some decrease in mean anxiety bepweeand post-educational flier,
when analyzed as distinct groups.

Participants in our study did not show improvememtgenetic knowledge related to
breast cancer after the educational flier interneent This may have been a function of
small sample size, complexity of information, p&mglish to Spanish translation, or
inadequate time to process the information in liee. f This study chose to use a simple
paper flier due to its cost-effectiveness, efficigrand ability to reach larger populations,

particularly those without multi-media access. tewer, further refinement of the flier
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and its presentation of delivery may be necessaoyder to improve its effect. We also
acknowledge that there is room to explore alteveatethods of flier distribution along
with other outlets of education, including telewisiand radio. However, we remind
future researchers that many members of this ptpanldo not have access to multi-
media equipment, and are consequently limited iaretand how they receive genetic
health information (Livingston, 2010).

Our hope is that future research endeavors wiltupon the utility of effective
educational tools that address genetics educatmmg Latino populations, with the
intention to achievan equitable balance between genetic medicinetiigeand health
status. Such endeavors thus align with the UrStiates Department of Health and
Humans Service’s overall health objectives forybar 2020 which includes the goal to
“Improve health and prevent harm through valid aseful genomic tools in clinical and
public health practices” (Healthy People, 2012 riiove forward in this sense —
specifically with regard to health goals among hatpopulations in the United States—
culturally tailored information must be providedittaddresses their most compelling

barriers and enhances access to healthcare seincesling genetic counseling.
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Appendices

Appendix A: Survey Invitation
HHI Orlando Participants (English and Spanish Versbns)
Dear Potential Participant:

You are invited to participate in a graduate reseatudy focusing on breast cancer
among Latina women. | am a graduate student igénetic counseling program at the
University of South Carolina School of Medicine.y Mesearch investigates the
perceptions of cancer and of genetic knowledgeadih women diagnosed with breast
cancer. The research involves reviewing an aswatfher about breast cancer and
genetics, and completing two surveys.

The surveys attempt to interpret your understandfrgenetics information and
viewpoints regarding cancer before and after halonged at the flier. If you do not
wish to answer a certain question, please skipghestion and continue with the rest of
the survey.

All responses gathered from the surveys will bet epnymous and confidential. We
only ask for your name and phone number in the tethex you are interested in
providing more information at a later date overphene. It is not necessary that you
provide this information. The results of this studight be published or presented at
academic meetings; however, participants will retdentified.

Participants who include contact information wil@be entered into a raffle to win a
$25 gift card to a local restaurant or store. ifi yoe chosen, this prize will be sent to you
at a later date, after having collected all dataur contact information will not be used
for any other purposes beyond a follow-up phonerinéw or to send you the raffle prize
if you have won.

Your participation in this research is voluntaBy completing the survey, you are

consenting that you have read and understandnfoismation. At any time, you may
withdraw from the study by not completing the sytve
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Thank you for your time and consideration to pgvtite in this survey. Your responses
may help genetic counselors create more helpfutachn materials for Latina women.

If you have any questions regarding this resegm@h,may contact either myself or my
faculty adviser, Peggy Walker, MS, CGC, using thmetact information below. If you
have any questions about your rights as a resganticipant, you may contact the Office
of Research Compliance at the University of Sowhofina at (803)777-7095.

Sincerely,

Jade Cognetti, B.S., B.A.

Genetic Counselor Candidate

University of South Carolina School of Medicine
USC Genetic Counseling Program
Jade.cognetti@gmail.com

(321)662-6889

Peggy Walker, MS, CGC

Faculty Adviser

University of South Carolina School of
Medicine

USC Genetic Counseling Program
Two Medical Park, Suite 208
Columbia, SC 29203
Peggy.Walker@uscmed.sc.edu

(803) 545-5746
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Estimado Participante Potencial:

Usted estd invitada a participar en un estudiodestigacion de posgrado centrado en el
cancer de mama en las mujeres latinas. Soy uniastedie posgrado en el programa de
consejo genético en la Universidad de South Caxrpkacultad de Medicina. Mi
investigacion se trata de las percepciones de crim conocimiento genético de las
mujeres latinas diagnosticadas con cancer de ntastainvestigacion involucre un
folleto sobre el cancer de mama y la genéticasgarder dos encuestas al respect.

Hay dos encuestas que tratan de interpretar sureosipn de la informacion genética y
puntos de vista sobre el cancer antes y despuésbde mirado el folleto. Si usted no
desea responder a una pregunta determinada, morsalte esa pregunta y continde con
el resto de la encuesta.

Todas las respuestas obtenidas de las encuesiasas@nimas y confidenciales. Sdlo le
pedimos su hombre y nimero de teléfono en el casme usted esté interesada en
proporcionar mas informacién en una fecha postertoavés del teléfono. No es
necesario que proporcione esta informacion. Ladteetos de este estudio podrian ser
publicados o presentados en congresos académit@snBargo, las participantes no
seran identificadas.

Los participantes que incluyen informacién de cotatdgambién seran entradas en una
rifa para ganar una tarjeta de regalo de $ 25ra@staurante o tienda local. Si usted es
elegida, este premio sera enviado a usted en gha f@sterior, después de haber
recogido todos los datos. Su informacion de coataotsera utilizada para ningun otro
propésito mas alla de una entrevista telefénicara pnviarle el premio de la rifa si ha
ganado.

Su participacién en esta investigacion es voluat&ti completar la encuesta implica que
usted ha leido y comprendido esta informacion. uquier momento, usted puede
retirarse del estudio al no completar la encuesta.

Gracias por su tiempo y consideracion a partiojpagsta encuesta. Sus respuestas
pueden ayudar a los consejeros genéticos a creariates educativos mas utiles para las
mujeres latinas. Si usted tiene alguna pregutaaiomada con esta investigacion, puede
ponerse en contacto conmigo o con mi asesor acad¢Reggy Walker, M.S.G.C,
utilizando la informacién de contacto a continuaci8i usted tiene alguna pregunta
acerca de sus derechos como participante en latigaeion, puede comunicarse con la
Oficina de Cumplimiento de Investigacion de la Wmsidad de South Carolina al (803)
777-7095.
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Gracias,

Jade Cognetti, B.S., B.A.

Genetic Counselor Candidate

University of South Carolina School of Medicine
USC Genetic Counseling Program
Jade.cognetti@gmail.com

(321)662-6889

Peggy Walker, MS, CGC

Faculty Adviser

University of South Carolina School of
Medicine

USC Genetic Counseling Program
Two Medical Park, Suite 208
Columbia, SC 29203
Peggy.Walker@uscmed.sc.edu

(803) 545-5746
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PASOS Charleston Participants (English and Spaniskersions)

Dear Potential Participant:

You are invited to participate in a graduate reseatudy focusing on breast cancer
among Latina women. | am a graduate student igénetic counseling program at the
University of South Carolina School of Medicine.y Mesearch investigates the
perceptions of cancer and of genetic knowledgeatih women. The research involves
reviewing an associated flier about breast caneégenetics, and completing two
surveys.

The surveys attempt to interpret your understandfrgenetics information and
viewpoints regarding cancer before and after halooged at the flier. If you do not
wish to answer a certain question, please skipghestion and continue with the rest of
the survey.

All responses gathered from the surveys will bet kewnymous and confidential. The
results of this study might be published or preseémtt academic meetings; however,
participants will not be identified.

As incentive, participants will be entered intcaffle to win a $20-$30 gift card to Wal-
Mart. If you are chosen, this prize will be givenybu on this date.

Your participation in this research is voluntaBy completing the survey, you are
consenting that you have read and understandrntfasnation. At any time, you may
withdraw from the study by not completing the syrve

Thank you for your time and consideration to pgstite in this survey. Your responses
may help genetic counselors create more helpfutan materials for Latina women.

If you have any questions regarding this resegmh,may contact either myself or my
faculty adviser, Peggy Walker, MS, CGC, using thetact information below. If you
have any questions about your rights as a resganticipant, you may contact the Office
of Research Compliance at the University of Sowhofina at (803)777-7095.

Sincerely,

Jade Cognetti, B.S., B.A. Peggy Walker, MS, CGC

Genetic Counselor Candidate Faculty Adviser

University of South Carolina School of University of South Carolina School of
Medicine Medicine

USC Genetic Counseling Program USC Genetic Counseling Program
Jade.cognetti@gmail.com Two Medical Park, Suite 208
(321)662-6889 Columbia, SC 29203

Pegqgy.Walker@uscmed.sc.edu
(803) 545-5746
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Estimada Participante Potencial:

Usted estd invitada a participar en un estudiodestigacion de posgrado centrado en el
cancer de mama en las mujeres latinas. Soy uniastedie posgrado en el programa de
consejo genético en la Universidad de South Caxrpkacultad de Medicina. Mi
investigacion se trata de las percepciones de crim conocimiento genético de las
mujeres latinas. Esta investigacion involucre ulefo sobre el cancer de mamay la
geneética, y responder dos encuestas al respect.

Hay dos encuestas que tratan de interpretar sureosipn de la informacion genética y
puntos de vista sobre el cancer antes y despuésbde mirado el folleto. Si usted no
desea responder a una pregunta determinada, morsate esa pregunta y continde con
el resto de la encuesta.

Todas las respuestas obtenidas de las encuesdiasas@nimas y confidenciales. Los
resultados de este estudio podrian ser publicagossentados en congresos académicos,
sin embargo, las participantes no seran identiéisad

Como incentivo, las participantes entraran en utes@ara ganar una tarjeta de regalo
para Wal-Mart, en el valor de $20-$30. Si ustedlegida, este premio sera entregado a
usted en esta fecha.

Su participacién en esta investigacion es voluat&ti completar la encuesta implica que
usted ha leido y comprendido esta informacion. udquier momento, usted puede
retirarse del estudio al no completar la encuesta.

Gracias por su tiempo y consideracion a partiojpagsta encuesta. Sus respuestas
pueden ayudar a los consejeros genéticos a creariates educativos mas utiles para las
mujeres latinas. Si usted tiene alguna pregutaaiomada con esta investigacion, puede
ponerse en contacto conmigo o con mi asesor acad¢Reggy Walker, M.S.G.C,
utilizando la informacién de contacto a continuaci8i usted tiene alguna pregunta
acerca de sus derechos como participante en latigaeion, puede comunicarse con la
Oficina de Cumplimiento de Investigacion de la Wmsidad de South Carolina al (803)
777-7095.

Gracias,

Jade Cognetti, B.S., B.A. Peggy Walker, MS, CGC

Genetic Counselor Candidate Faculty Adviser

University of South Carolina School of University of South Carolina School of
Medicine Medicine

USC Genetic Counseling Program USC Genetic Counseling Program
Jade.cognetti@gmail.com Two Medical Park, Suite 208
(321)662-6889 Columbia, SC 29203

Pegqgy.Walker@uscmed.sc.edu
(803) 545-5746
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Appendix B: Educational Flier

(English Version; front and back)

Qur bodies are made of cells

g

Each cells contains genes

4

Genes are made of DNA

*DNA is the alphabet that forms the instructions for our body
*We are a “half and half mixture” of genetic material (DNA) from our parents

BRCA 1 and BRCA 2
Genesy

* Every person has these
genes

*|f there is a change in the
alphabet of these genes, a
woman has a greaterrisk to
develop breast cancer (or
ovarian cancer)

*This change in the gene can
be passed down through
family generations

CawsasdelCancerde

%

Mama 'y de Ovario

percar
ast

changes in genes.

85%

The majority of cancers happen by chance.
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Genelic Testing

The genes related to breast cancer are
called BRCA 1 and BRCA 2.

Evidence of achange in BRCA :
*  The appearance of breast or ovarian
cancer before 50 years of age.
= Manyincidences of breast or ovarian
cancer within only a few family
generations

Genetic testing can tell usfor certain whether
thereisa change in the gene.

Genetic testing consists of a simple blood
anaylsis. Itissentto the laband
analyzed for changes inthe DNA.

If there isnot a change=
If there iz a change= Nw Result:
PositiveR eaudt:
'If you already have cancer,
g this significantly reduces the
* Personalized treatment
i risk that this gene change is
"Approprisie treatment Pesng Shecieh ot Sy
and medical intervention
can be fife-saving for you
and your family members

Result W dhoot a-Cestouirn

Thereisa Em_in%geng however itis
ill unknown if this gene is benign orcancer

¥

) Support

Mational Society of Genetic
Counselors

hitp/ fwww. neec org/ FindaGenetic
ounselor

Latinas Contra Cancer
httpod fwww |atinascontramncer. org

LIVESTROMNG Spanish
http:/fivesrong org/Plang=es-£5

Bright Pink (English only)

http:/ fwws komen.org/EspanolEne http:{ fwww brishtgink orz/
spanol.htmi

Genelic
Couwngeling

Geneticcounselors are

health professionals
specialized in genetic
medicine.

They are responsible for

communicating genetic
health risks to families and

for presenting optionsto
manage those conditions
and risks.

Sessionsgenerally last
between 30 minutes and
one hour.

All of this information can
be discussed in more detail

and specificto your family.

Image credit: brghtpink.org
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(Spanish Version; front and back)

Cancer de Mamavy lavGenéticaw

Muestros cuerpos estan hechos de células

g

Cada celula contiene genes

g

Los genes son hechos de ADM

*El ADN es comoen alfabeto que forma las instrucciones para nuestro cuerpo
*Somos una “mezcla de mitad y mitad” de material genético (el ADN) de
nuestros padres

LoyGenesBRCA1 y CWMW&&
BRCA 2 Mamay deOvario

&3

-

* Cada persona tiene estos
genes

*Si hay un cambio en el
alfabeto de estes genes, una
mujer tiene un mayor riesgo
de desarrollar al cancer de
mama (o de ovario)

*Este cambio genético puede 859,
ser pasado a travésde

diferentes generaciones La mayoria de los cdnceres occuren de al azar.

De todas causas
del cancer de
mama, este
pequeano
percentaje (5%)

tiene que ver con

cambios en los
genes.
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Prueba Gendfica-

Los genes relacionadoscon cancer de
mama se llamanBRCA 1y BRCA 2.

Evidenciade uncambiode
BRCA -
. La aparicion de cancer de mama o de
ovario antes de los 50 afios
. Muchas incidenciasde cancer de
mama (o de ovario) dentro de
unas pocas generaciones de la
familia

Las pruebas geneticas pueden dedrnosde seguro
si hay un cambio en el gen.

La prusbagensticasetrata de
un simpie analisis de
sangre. Se enviaal
labomatorioy seanalizaron los

cambiosenel ADN.
5i Mo Hay un Cambio=
®
§i Hay un Cambio = Mmf
. *5i ed alca
t te
FPorsilivo: tusted ystenga al cancer,
seelimina
* Plan de tratamiento mmlﬂmbmg riesgo
personalizado de cancer de mama pasando
L ey b a través de la familia en estes
intervencién madics pusde EENES
salvar lavida de ustedy
sus familiares R i 1 s
DeterminadaCategoria

* Hay un cambic enel gen, perotodavia no sef
be si 85 causante de cancer o benigno

Y
I\ SPexa

Mational Society of Genetic

Latinas Contra Cancer
http:/ fwing Jatinascontracancer. org

Counselors
http:/fwww.ngc.org/ FindaGensticC LIVESTROMNG espafiol
ounseior livestrong.or

Susan G Komen Foundation Bright Pink (English only)
htrp:/ fwws komen.org/EspanolEne P Sl e G
spanol.html

ElCorsejero
Genelico

Los Consejeros Genéticos
son profesionales de la
salud especializados en
Genética Médica.

Son responsablesde
comunicar a las familias
sobre riesgos de
enfermedades genéticas y
de presentar opciones para
lidiar con ellos.

Las sesiones de consejeria
pueden durar entre 30
minutos y una a hora,
generalmente.

Toda esta informacion
puede ser discutida con
mads detalle en relacién con
su familia.

v

Image credit: bnghtpink.org
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Appendix C: Participant Pre-Surveys

HHI Orlando (Pre-Survey, English)

Code

You are being asked to take part in thissurvey because you are a Hispanic woman who hasreceived adizgnosis of
breast cancer. We are studying thefaelings of Latinz women dizgnosed with breast cancer and their knowledgs
sbout the geneticsof breast cancer. The study is voluntary and confidential and should not take morethan 15
minutes of your time. This study is conducted by Jede Cognetti, = graduste student st the University of South
Carolina. Mo one who knows you will see your answers. Jade willcollect all of the surveys and kesp them private and
will not tell anyoneyour name. Please returnzll surveysto lada beforeyou lesvethe supportgroup. Thank you for

Youranswers.

Jade Cognetti, B.5, B.A Pegey Walker, M5, CGC

Genetic Counselor Candidate Faculty Adviser

University of South Carolina 5chool of Medicine University of South Carolina 5chool of
USC Genetic Counseling Pragram Medicine

Twao Medical Park, Suite 208 USC Genetic Counseling Program
Columbia, SC29203 Two Medical Park, Suite 208
lzde.cognettii@email.com Columbia, 5C 29203

[321)562-5889 Pesey Walkeri@uscmed.scedu

[303)545-5746

Please try to answer all guestions, even if you are unsure of an answer.

True False Idon't

About half of all breast cancers are hereditary.

There is more than one gene that can increase the risk of
breast cancer.

All women who have a mutation in the breast cancer gene will
get cancer,

A woman without a breast cancer gene mutation can still
develop breast cancer.

A woman may be atincreased risk of breast cancer if she has
several close relatives with breast cancer.

It's possible to have several relatives with breast cancer by
chance alone.

Please continue to the back of the page!
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Code

Please mark how you generally feel about your life on most days of the week.

MNever

Sometimes

Often

Always

I feel calm

I feel secure

I feel angry

Ifeel I am suffering

I feel at ease

I feel sad

I am worrying over
possible problems

I feel satisfied

1feel frightened

I feel comfortable

I feel self-confident

I feel nervous

1feel in pain

I feel indecisive

I feel relaxed

I feel content

I feel ashamed

I feel confused

1feel steady

1feel pleasant

Please mark how you feel when you think about your breast cancer diagnosis.

Never

Sometimes

Often

Always

I feel calm

I feel secure

1feel angry

I feel I am suffering

I feel at ease

I feel sad

I am worrying over
possible problems

I feel satisfied

1 feel frightened

I feel comfortable

I feel self-

I feel nervous

1feel in pain

I feel indecisive

I feel relaxed

I feel content

I feel ashamed

I feel confused

1feel steady

1feel pleasant
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HHI Orlando (Pre-Survey, Spanish)

Code___

Ze le pide 2 participar &n esta encusesta porque eres una mujer hispana que ha recibido un dizgndstico de cancer de
mamz. Estamaos estudiando los sentimientos de |as mujeres |atinas dizsgnosticedas con cancer de mamay sus
conocimientas sobre |2 genética delcédncerde mama. El estudio esvoluntariz v confidencizl v no debe tardar mas de
15 minutos de su tiempo. Este estudio s reslizado por Jede Cognetti, una estudizntz greduads en ls Universidad de
South Carolina. Madie que le conozca podré ver sus respuestas. Jade va a recoger todas las encuestas y mantenerizs
privadas. Ellz nova 2 distribuir su informacidna nadie. Porfavor, devuelva todas las encuestas 2 Jade antes de salir
del grupo de spoyo. Gracizs por sus respuestas.

Jade Cognetti, B.5., B.A Pegey Walker, M5, CGC

Genetic Counselor Candidate Faculty Adviser

University of 5outh Carolina School of Medicine University of South Carolina 5chool of
USC Genetic Counseling Program hMedicine

Twio Medical Park, Suite 208 USC Genetic Counseling Program
Columbia, 5C 292032 Two Medical Park, Suite 208
Jade.cognetti@email.com Columbiz, 5C 29203

[321)662-6889 Pesey. Walker@uscmed.scedu

[B03)545-5746

73



Por favor trate de contestar todas las preguntas, incluso si no esté segurode una respuesta.

Verdad | Falso Nosé

Aproximadamente la mitad de todos los canceres de mama son
hereditarios.

Existe mas de un gen que puede aumentar el riesgo de cancer
de mama.

Todas las mujeres que tienen una mutacion en el gen del
cancer de mama V3 a tener cancer.

Una mujer sin una mutacion del gen del cancer de mama
puede desarrollar el cancer de mama.

Una mujer puede estar en mayor riesgo de cancer de mama si
tenga varios parientes cercanos con cancer de mama.

Es posible tener varios familiares con cancer de mama
unicamente debido al azar.

Por favar, Continga al dorso!
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Code

Por favor, margue como sesiente en general sobre su vida durante la mayoria de los dias
de la semana.

HNunca A ¥EOES. A menudo Siempre

Me siento tranguila
Me siento sEEUra

Me siento estable

Me siento agradable

Por favor, margue comoe sesiente cuando se piensa en su diagnostico de cancer de mama.

Nunca A ¥ECES, A menudo S]emm

Me siento tranguila

Me siento segura

Me siento enojada

Siento gue estoy sufriendo

Me sientq 3 gusto

Me siento triste

Me preccupo por los
posibles problemas

Me siento satisfecha

Tengn mieda

Me siento comoda

Me siento segura de si
misma

Me siento nerviosa

Me siento adolorida
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PASOs Charleston (Pre-Survey, English)

You are being asked to take partin thissurvey because you are 3 Hispanic woman who has received a disgnosis of
breast cancer. We sre studying the feelings of Latina women disgnosed with bresst cancer and their knowledegs
sbout the genatics of breast cancer. The survey isvoluntary and confidential and should nottake more than 15
minutesof your time. This studyis conducted by Jade Cpgnetti, = graduste student 2t the University of South
Carolina. No one wha knows you will s22 your answers. Please return all surveys for the group leader. Thank you for
YOUT SNEWETS,

Jzde Cognetti, B.5., B.A Peggy Walker, M5, CGC

Genetic Counselor Candidate Faculty Adwiser

University of South Carolina School of Medicine University of 5outh Carolina 5chool of
USC Genetic Counsaling Program Medicine

Two Medical Park, Suite 208 USC Genetic Counseling Program
Columbiz, 5C 29203 Twao Medical Park, Suite 208
Jade.cognetti@email.com Columbiz, 5C 28203

[321}662-5889 Peezy. Walkeri@uscmed.scadu

[803)545-5746

Please try to answer all questions, even if you are unsure of an answer.

True False Idon't

About half of all breast cancers are hereditary.

There is more than one gene that can increase the risk of
breast cancer.

All women who have a mutation in the breast cancer gene will
get cancer.,

A woman without a breast cancer gene mutation can still
develop breast cancer.

A woman may be at increased risk of breast cancer if she has
several close relatives with breast cancer.

It's possible to have several relatives with breast cancer by
chance alone.

Please continue to the back of the page!
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Code

Please mark how you generally feel about your life on most days of the week.

Never

Sometimes

Often

Always

I feel calm

I feel secure

1feel angry

I feel 1 am suffering

I feel at ease

I feel sad

1 am worrying over
possible problems

I feel satisfied

1feel frightened

I feel comfortable

I feel self-confident

I feel nervous

1feel in pain

I feel indecisive

1 feel relaxed

1 feel content

1 feel ashamed

I feel confused

1feel steady

I feel pleasant

Please mark how you think you would feel if you were to receive a breast cancer diagnosis.

Never

Sometimes

Often

Always

1 feel calm

I feel secure

Ifeel angry

I feel 1 am suffering

1feel at ease

1 feel sad
Iam worrying over
possible problems

I feel satisfied

1feel frightened

I feel comfortable

Ifeel self-

I feel nervous

1feel in pain

I feel indecisive

1feel relaxed

I feel content

I feel ashamed

I feel confused

1feel steady

1feel pleasant
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PASOs Charleston (Pre-Survey, Spanish)

Code____

5 |le pide a participar en ests encuesta porque estamos estudiando los sentimientos de las mujeres |stinas sobre el
cancerde mamay sus conocimientos sobre la genética delcéncer de mama. El estudio esvoluntariz v confidencial v
no debe tardar masde 15 minutos de su tiempo. Este estudio 23 realizado por Jade Cognetti, una estudiante
graduadz n |z Universidad de South Carolina. Nadie que le conozca podra ver sus respuestas. Por favor, devuelva
todas las encuestas paralz lider del grupo. Gracias por sus respuestas.

Jade Cognetti, B.5., B.A Peggy Walker, M5, CGC

Genetic Counselor Candidate Faculty Adviser

University of S5outh Carolina School of Medicine University of 5outh Carolina 5chool of
USC Genetic Counseling Program Medicine

Twio Medical Park, Suite 208 USC Genetic Counseling Program
Columbiz, 5C 29203 Two Medical Park, Suite 208
Jade.cognetti@email.com Columbiz, 5C 29203

[321)662-6883 Peesy. Walker@uscmed.scedu

(03] 545-5746
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Code

Por favor trate de contestar todas las preguntas, incluse si no esté segurode una respuesta.
[

Verdad | Falso MNose

Aproximadamente la mitad de todos los canceres de mama son
hereditarios.

Existe mas de un gen que puede aumentar el riesgo de cancer
de mama.

Todas las mujeres gue tienen una mutacion en el gen del
cancer de mama ¥a a tener cancer.

Una mujer sin una mutacion del gen del cancer de mama
puede desarrollar el cincer de mama.

Una mujer puede estar en mayor riesgo de cancer de mama si
tenga varios parientes cercanos con cancer de mama.

Es posible tener varios familiares con cancer de mama
unicamente debido al azar.

Por favor, Continga al dorsol
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Code

Por favor, marque como se siente en general sobre su vida durante |a mayoria de los dias de la

SEM3NG.

HNunca A ¥ECES. A menudo Siempre

Me siento tranguila

Me sjento sEEura

Me siento agradable

Por favor marca que crees que se sentiria si usted fueraa recibir un disgndstico de cancer de

M3 ma.

Nunca A FECES, A menudo Siempre

Me sentivia trapguila

Me sentiriasesura

Me sentiria enojada

Me sentiria como 5i
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Appendix D: Participant Post-Surveys

HHI Orlando (Post-Survey, English)

Thisis Part 2 ofthe same research study by Jade Cognetti. We are studying the feelings of Latina women dizgnosad
with breast cancer and their knowledge sbout the genetics of breast cancer. The study is voluntary and confidentizl
and should not take more than 15 minutes of your time. This part of the study has three questions where you can
write in answersin your own words. No one whao knows you will see your answers. |fyou want to talk more about
your experienceswith bresst cancer to Jade on the telephong, please print your name and phone number at the
bottom ofthe survey. Jade willcollect all ofthe surveys and keepthem private and will not tell anyone your

name. Please return allsurveysto lade before you lesve the supportgroup. Thank you for your time.

Jade Cognetti, B.5., B.A Peggy Walker, M3, CGC

Genetic Counselor Candidate Faculty Adviser

University of 5outh Carolina School of Medicine University of 5outh Carolina School of
USC Genetic Counseling Program Medicine

Two Medical Park, Suite 208 USC Genetic Counseling Program
Columbia, 5C 29203 Twio Medical Park, Suite 208
Jade.cognetti@email.com Columbia, 5C 29203

[321)662-6880 Peeey. Walker@uscmed.scedu

[B03)545-5746
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Please try to answer all questicns, even if you are unsure of an answer.

True False

Abouthalf of all breast cancers are hereditary.

There is more than one gene that can increase the risk of
breast cancer.

All women who have a mutation in the breast cancer gene will
get cancer.

A woman without a breast cancer gene mutation can still
develop breast cancer.

A woman may be at increased risk of breast cancer if she has
several close relatives with breast cancer.,

It's possible to have several relatives with breast cancer by
chance alone.

Please mark how you feel when you think about your breast cancer diagnosis.

Never Sometimes Often Always

1 feel calm

1 feel secure

1 feelangry

Ifeellam
suffering

1 feelat ease

I feelsad

1 am worrying
over possible
‘problems

1 feel satisfied

I feel
frightened

1feel
comfortable

1 feel self-
confident

I feel nervous

1 feel in pain

1 feal
indecisive

1 feel relaxed

1 feel content

1 feelashamed

1 feel confused

1 feel steady

1 feel pleasant

Please continue to the back of the page
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What first comes to mind when you think of the word cancer?

What do you think are medical causes of breast cancer? What are non-medical causes of breast cancer?

How do you explain cancer to your family?

would you describe yourself as Latina?  ves No

what is your country of origin?

Is Spanish your native language? Yes Mo

when did you receive a diagnosis of breast cancer? The year

What is your highest level of education? Mo high school degres_ High school degree Tradeschool _

College degres Master's degres _ Other [please explain)

Hawve you ever seen a genetic counselor?  Yes Mo

Thank you very much for participating! If you would like the opportunity to discuss more of your views on cancer AMD be
entered in a raffle to win a %25 gift card, pleazs include your name and phone numbsr below. I you do not wizh to add more
information or be entered in the raffle, we do not need your contact information.

Hams;

Ehons:
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HHI Orlando (Post-Survey, Spanish)

Estz esla parte 2 de la misma investizacian por Jade Cpsnetti. Estamos estudiando los sentimientos de |as mujeres
lztinas dizgnosticadas con céncer de mamay sus conocimientos sobre |2 genética del céncerde mama. El estudio es
voluntariz y confidencizal y no debetardar mésde 15 minutos de su tiempao. Estz parte del estudioincluye tres
preguntas donde usted puede escribir respuestas en sus propizs palabras. Nadie que le conozca podra ver sus
respuestas, 5i desez hablar mas sobre sus experiendas con el céncer de mama a lade porteléfono, por favor escriba
su nombre y numero de teléfono enla parte inferior de lz encuesta. Jade va a recogertodas lasencuestasy
mantenerlas privadas. Ella no wa a distribuir su informacion 2 nadie. Porfavor, devuelvatodas las encuestas 2 Jade
antesde salirdel grupo de apoyo. Gracias por sus respuestas.

Jade Cognetti, B.5., BLA Peggy Walker, M5, CGC

Genetic Counselor Candidate Faculty Adviser

University of 5outh Carolina 5chool of Medicine University of 5outh Carolina 5chool of
USC Genetic Counseling Program hMedicine

Twio Medical Park, Suite 208 USC Genetic Counseling Program
Columbia, 5C 292032 Two Medical Park, Suite 208
lade.coenetti@email.com Columbia, 5C 29203

[321)662-6889 Pesey. Walker@uscmed.scedu

[B03)545-5746
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Cad

Por favor trate de contestar todas las preguntas, incluso sino esté segurcde una respuesta.

Verdad | Falso MNosé

Aproximadamente la mitad de tedos los cinceres de mama son
hereditarios.

Existe mas de un gen que puede aumentar el riesgo de cancer
de mama.

Todas las mujeres que tienen una mutacion en el gen del
cancer de mama ¥a a tener cancer.

Una mujer sin una mutacion del gen del cancer de mama
puede desarrollar el cancer de mama.

Una mujer puede estar en mayor riesgo de cancer de mama si
tenga varios parientes cercanos con cancer de mama.

Es posible tener varios familiares con cancer de mama
unicamente debido al azar.

Por favor, margue como sesiente cuando se piensa en su diagnostico de cancer de mama.

[

Nunca A verps A menudo Siempre

Me =i
Me 1en 9

Me =i ad
Siento gue estoy.
sufriendp

Me signtna gusto
Me sientetriste

Me preccupo por los
posibles problemas-
Me sientn satisfecha
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#0ué es lo primero que viene 2 la mente cuando se piensz en |z palabra céncer?

iCuzl cree usted que son las causas médicas de céncer de mama? iCudles son las causas no-médicas de céncar de
mama?

iComo explica usted 2l céncer 2 su familia?

£5e describiria usted como latina? i Mo

¢ Cudl es su pais de origen?

£Es el espaniol su lengua materna? 50 No

éCuando recibid un diagnostico de cancer de mama? El afio

£Cudl es su nivel mas alto de educacion?  Ningln grado de secundaria _ Diploma de escuela secundaria _ Instituto

profesional (no universidad) _ Diploma universitario Diploma “Master’s”
Otro [por favor expligue)

£alzuna vez ha ido a un consejero genético? Ei No

Muchas gracias por participar) 5ia usted le gustaria tener |3 oportunidad de discutir mas de sus puntos de vista sobre el cincer
f ser entrada en una rifa para ganar una tarjeta de regalo de § 25, por favor incleya su nombre y nimero de teléfono 2
continuacion. 5inodesea agregar mas informacion o tener parte en la rifa, no necesitamos su informacion de contacto.

Nombre;

Telefono;
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PASOs Charleston (Post-Survey, English)

[
(=]
o
m

Thisis Part 2 ofthe same research study by Jade Cognetti. We are studying the feelings of Latina women dizgnosed
with breast cancer and their knowledge about the genetics of breast cancer. The study isvoluntary and confidentisl
and should not take more than 15 minutes of your time. This part of the study hasthree questions where you can
write in answersin your own words. Mo one who knows you will see your answers. The group leaderwill collectall
the surveys and keep them private. Please return allsurveysthe group lesder before lesving. Thanks for your time.

Jade Cognetti, B.5., B.A Peggy Walker, M5, CGC

Genetic Counselor Candidate Faculty Adviser

University of S5outh Carolina School of Medicine University of 5outh Carolina 5chool of
USC Genetic Counseling Program Medicine

Twio Medical Park, Suite 208 USC Genetic Counseling Program
Columbiz, 5C 29203 Two Medical Park, Suite 208
Jade.cognetti@email.com Columbiz, 5C 29203

[321)662-6883 Peesy. Walker@uscmed.scedu

[303)545-5746
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Please try to answer all questions, even if you are unsure of an answer.

True False Idon't

About half of all breast cancers are hereditary.

There is more than one gene that can increase the risk of
breast cancer.

All women who have a mutation in the breast cancer gene will
get cancer.

A woman without a breast cancer gene mutation can still
develop breast cancer.

A woman may be at increased risk of breast cancer if she has
several close relatives with breast cancer.

It's possible to have several relatives with breast cancer by
chance alone.

Please mark how you think you would feel if you wereto receive a breast cancer diagnosis.

MNever Sometimes Often Always

1 feel calm

1 feel secure

1 feelangry
1feell am
suffering

1 feel at ease

1 feelsad

I am worrying
over possible
problems

1 feel satisfied
1 feel
frightened

1 feel
comfortable

1 feel self-
confident

1 feel nervous
1 feel in pain

1 feel
indecisive

1 feel relaxed
1 feel content
1 feel ashamed
1 feel confused
1 feel steady

1 feel pleasant

Please continue to the back of the page

88




What first comes to mind when you think of the word cancer?

What do you think are medical causes of breast cancer? What are non-medical causes of breast cancer?

How iscancer explained in your family?

would you describe yourself as Latina?  ves No

what is your country of origin?

Is Spanish your native language? Yes Mo

Age:

Hawe you ever received a diagnosis of breast cancer?  Inthe year:

what is your highest level of education? Mo high school degree_ High school degree_ Trade school _

College degres Master's degres _ Other [please explain)

Hawe you ever seen 3 genetic counselor? Yes No
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PASOs Charleston (Post-Survey, Spanish)

[
(=]
o
m

Estz &5z parte 2 de la misma investizacion por Jade Cognetti. Estamos estudiando los sentimientos de |as mujeras
lztinzas sobre el céncer de mamay sus conocimientos sobre la genética delcéncer de mama. El estudio esvoluntariza
vy confidencial y no debe tardar masde 15 minutos de sutiempo. Esta parte del estudioincluye tres preguntas
donde usted puede escribir respuestas en sus propias palabras. Madie que le conozca podré ver sus respuestas. La
liderdel grupo se recogen todas |las encuestas y manteneras privadas. Por favor, devuslvatodas lasencuestasala
lider del grupo antes de salir. Gracias por su tiempao.

Jade Cognetti, B.5., B.A Peggy Walker, M5, CGC

Genetic Counselor Candidate Faculty Adviser

University of 5outh Carolina 5chool of Medicine University of 5outh Carolina 5chool of
USC Genetic Counseling Program Medicine

Two Medical Park, Suite 208 USC Genetic Counseling Program
Columbiz, 5C 29203 Two Medical Park, Suite 208
Jade.cognetti@email.com Columbiz, 5C 29203

[321)662-6889 Peesy. Walker@uscmed.scedu

[B03)545-5746
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Code

Por favor trate de contestartodas las preguntas, incluso sino esté segurode una respuesta.

Verdad | Falso MNose

Aproximadamente la mitad de todos los canceres de mama son
hereditarios.

Existe mas de un gen gue puede aumentar el riesgo de cancer
de mama.

Todas las mujeres gue tienen una mutacion en el gen del
cancer de mama ¥a a tener cancer.

Una mujer sin una mutacion del gen del cancer de mama
puede desarrollar el cancer de mama.

Una mujer puede estar en mayor riesgo de cancer de mama si
tenga varios parientes Ccercanos con cancer de mama.

Es posible tener varios familiares con cancer de mama
unicamente debido al azar.

Por favor marca que crees gue se sentiria si usted fuera a recibir un diagnastico de cancer de

mama.

Nunca A ¥ECES, A menudo Siempre

TP 3

Me sentirla sEEUra

Me sentiria enojarda

Me sentiria como si
. Friend

Me sentiriaa gusto

Ma Sy

Me preccuparia por los
posibles problemas

Me sentiria satisfecha

| Tendria miedo
Me sentiria comoda

Me sentiria segurade si
misma

Me sentiria neryiosa

Me sentiria adolorida

e e e

Me sentitia relajada

Me sentiria contenta

Me sentiria avergnnzada

Me sentiria confundida

Me sentiriaestable

Me sentiriaagradable

Por favor, Continda al dorso!
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#0ué es lo primero que viene 2 la mente cuando 52 piensa en |2 palabra céncar?

iCuil cree usted que son las causas médicas de céncer de mama? iCudles son las causas no-médicas de cancer de
mama?

iComo explica usted el céncer en su familia?

£ 5e describiria usted como lating? i Mo

£Cudl es su pais de origen?

£Es el espaniol su lengua materna? Ei No

Edad:

£Usted ha recibido un diagndstico de cancer de mama?  Elafo:

éCual es su nivel mas alto de educacion?  NMingUn grado de secundaria _ Diploma de escuels secundaria _ Instituto

2 25
profesional [no universidad) Diploma universitario Diploma “Kaster’s”
Otro [por favor expligue)

£alzuna vez ha ido a un consejero genético? Ei No
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Appendix E: Semi-Structured Interview Questions

English:

You are being asked to participate in this phorerinew because you filled in your
contact information on the post-survey that ingzded perceptions of cancer and of
genetic knowledge of Latina women diagnosed wiglagtrcancer. This survey was
conducted on __ date at ___ support group. Thismiphnterview aims to investigate
those perceptions in more depth. This interviewolsntary and should not take
more than 30 minutes. The study is conducted 8 Tagnetti, a graduate student
in genetic counseling at the University of Soutlhaliaa. Please note that this
interview will be recorded. All of your response$ lse anonymous, and your
personal information will not be given out. lfuybave any questions, please contact
Jade Cognetti or her faculty adviser, Peggy Walké&s, CGC.

Jade Cognetti, B.S., B.A.

Genetic Counselor Candidate

University of South Carolina School of Medicine
USC Genetic Counseling Program

Two Medical Park, Suite 208

Columbia, SC 29203

Jade.cognetti@gmail.com

(321)662-6889

Peggy Walker, MS, CGC

Faculty Adviser

University of South Carolina School of
Medicine

USC Genetic Counseling Program
Two Medical Park, Suite 208
Columbia, SC 29203
Peggy.Walker@uscmed.sc.edu

(803) 545-5746
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On the survey, you described cancer as [....]. Whaise you would like to add to
that description?

On the survey, you described medical causes of can@s [...]. What else you would
like to add?

What are your reasons for believing that? Whereydidfirst hear that information?
On the survey, you described non-medical causesadncer as [...]. What else you
would like to add?

What are your reasons for believing that?? Wheteydu first hear that information?
On the survey, you wrote how you explained your dignosis to your family as [...].
What else you would like to add?

What was your family’s response?

Did you feel strongly supported? Why or why not?

What opinions did your family have about the canisthe diagnosisPlow were these
opinions different than yours?

Did you find the educational flier helpful?

Why or why not?

What was confusing about the flier?

What information was the most useful?

What improvements would you recommend?

What else you would like us to know about your pereptions of breast cancer or
your experience with this research?

Thank you for your time.
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Spanish:
Usted esté invitada a participar en esta entrevistafonica debido al hecho de que
usted ha dado su informacién de contacto en elpostiesta que investigd las
percepciones de cancer y del conocimiento gendeédas mujeres latinas
diagnosticadas con cancer de mama. Esta encuestd lisgar en __ por la fecha

. Esta entrevista telefonica tiene comotgjénvestigar las percepciones en
mas profundidad. Esta entrevista es voluntaria ylabe tardar mas de 30 minutos. El
estudio es realizado por Jade Cognetti, una eshidigraduada en el Consejero
Genético en la Universidad de South Carolina. faaor, tenga en cuenta que esta
entrevista sera grabada. Todas sus respuestas sgr@nimas, y su informacion
personal no sera compartida. Si usted tiene alganegunta, pdngase en contacto con
Jade Cognetti 0 su asesor académico, Peggy Walker CGC.

Jade Cognetti, B.S., B.A.

Genetic Counselor Candidate

University of South Carolina School of Medicine
USC Genetic Counseling Program

Two Medical Park, Suite 208

Columbia, SC 29203

Jade.cognetti@gmail.com

(321)662-6889

Peggy Walker, MS, CGC

Faculty Adviser

University of South Carolina School of
Medicine

USC Genetic Counseling Program
Two Medical Park, Suite 208
Columbia, SC 29203
Peggy.Walker@uscmed.sc.edu

(803) 545-5746
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En la encuesta, usted ha descrito el cancer coma.]. ¢ Qué mas le gustaria afiadir a
esta descripcién?

En la encuesta, usted ha descrito las causas médicke cancer como [...]. ¢ Qué mas
le gustaria agregar?

¢,Cudles son sus razones para creer eso? Cuanuergede esta informacion?

En la encuesta, usted ha descrito las causas no noéd de cancer como [...]. ¢ Qué
mas le gustaria agregar?

¢,Cudles son sus razones para creer eso? Cuanuergede esta informacion?

En la encuesta, escribié como se explica su diagtiés a su familia [...]. ¢ Qué mas le
gustaria agregar?

¢,cOémo reacciona su familia?

¢ Se sintié que tenia bastante apoyo (emocionaty?geié o por qué no?

¢, Qué opiniones le tienen a su familia acerca dadaa del diagndstico? ¢ Como fueron
esas opiniones diferentes a la suya?

¢ Le ha resultado util el folleto educativo?

¢, Por qué o por qué no?

¢, Lo que se presta a confusién sobre el folleto?

¢,Qué informacion es la mas util?

¢, Qué mejoras recomendaria usted?

¢, Qué mas le gustaria que sepamos acerca de sus ppoiones de cancer de mama o
de su experiencia con esta investigacion?

Gracias por su tiempo.
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