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Abstract The purpose of this pilot study was to describe
communication practices during hereditary breast cancer ge-
netic counseling (GC) with low-income immigrant Latina
patients in a public hospital setting. We utilized qualitative
ethnographic methods, including direct observation of GC
appointments with Latina patients at a public hospital offering
free GC and BRCA testing and in-depth qualitative interviews
with patients after they had received their BRCA genetic test
results. Twenty-five patients participated; 20 were observed
during genetic counseling appointments, and ten participated
in interviews after BRCA testing with six participating in both
observations and an interview. Analyses of qualitative data
from observation field notes and interviews identified both
strengths and limitations of current communication practices
within the following themes: (1) family health history com-
munication, (2) education regarding genes and genetics and
patient information needs, (3) the purpose of the genetic test,
(4) genetic test results and cancer risk, (5) building rapport and
providing support, and (6) medical interpretation for mono-
lingual Spanish speakers. As access to cancer GC expands in
the public safety net settings and for the diverse populations
they serve, it is critical to ensure effective communication in
order for patients, whether or not they have a BRCA mutation,
to understand the nature of their cancer risk and recommended
methods of screening and prevention. Intervention strategies
that address both structural constraints and patient-provider
communication are needed to improve GC communication
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with immigrant Latinas, especially monolingual Spanish
speakers.
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cancer - Latino - Hispanic - Immigrant health - Public
health genomics

Introduction

While only a small percentage of women who get breast and
ovarian cancer have deleterious BRCA gene mutations (5—
10 %), the threat to these women and their family members
is severe. They have as much as an 84 % lifetime risk for
breast cancer and 63 % lifetime risk for ovarian cancer (King
et al. 2003). Counseling, screening, treatment, and preventive
measures associated with BRCA testing have been shown to
reduce morbidity and mortality and to improve quality of life
(Domchek et al. 2010), and thus, genetic counseling (GC) and
testing for individuals and families at risk of hereditary breast
and ovarian cancer (HBOC) are the standard of care (NCCN
2013). Yet, as genetics and genomics become mainstream
medicine, these advances can actually exacerbate breast can-
cer disparities if low-income women are unable to access and
benefit from genetic risk services in the same ways as those
who are affluent and insured. Fewer than 13 % of all women
who receive BRCA testing in the USA are of non-European
ancestry (Hall et al. 2009) even though people of color, who
are disproportionately low-income, make up 37 % of the US
population. A study by Hall and colleagues showed that
Latinos' represented only 4 % of the population tested

! We use the term Latino or Latina except when citing works that use the
term Hispanic, as Latino appears to be the preferred term used by the
Mexican and Central American participants in our study.
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between 1996 and 2007, despite being the largest minority in
the USA, comprising ~12.5 % of the population in 2000 (US
Census Bureau 2000) and 17 % currently (US Census Bureau
2013).

Breast cancer incidence and mortality rates for Latinos are
lower than for whites and African Americans (Siegel et al.
2013). Recent studies, though not definitive, indicate that the
prevalence of BRCA mutations may be higher than other
populations (John et al. 2007; Weitzel et al. 2013). For exam-
ple, Weitzel and colleagues found a 25 % prevalence rate
among primarily Mexican origin Hispanics in his clinic-
based study of 746 individuals (Weitzel et al. 2013). Despite
their risk, Latinos’ awareness of hereditary causes of breast
cancer, genetic testing, and counseling services is limited
(Gammon et al. 2011; Ramirez et al. 2006; Vadaparampil
et al. 2006). Still, Latinos of different national origins appear
to be interested in breast cancer genetics services (Ramirez
et al. 2006; Sussner et al. 2010) and, when offered, accept
them at high rates (Lee et al. 2005; Ricker et al. 2006).

Nevertheless, access to these services is limited. The patch-
work health insurance system in the USA combined with the
issue of who is able to access health care services and where,
including genetic testing and counseling for breast cancer,
reflects US norms of race and class stratification (Nelson
2011; Omi and Winant 1986; Washington 2007). As a result,
people of color are overrepresented among the poor and the
uninsured, and they thus disproportionately seek care in public
“safety net” hospitals and clinics (Hasnain-Wynia et al. 2007;
Haynes and Smedley 1999) where typically two thirds of the
patients are minorities (Regenstein and Huang 2005). The
provision of BRCA counseling, testing, and follow-up services
in such safety net settings is uneven, limited, or nonexistent.
Medicaid (the federally funded health insurance for the poor)
covers genetic counseling and/or testing for hereditary cancer
in only 26 of 50 states (FORCE 2011), and Medicare, the
federal insurance for those aged 65 and older, covers genetic
testing but not genetic counseling for breast cancer. It remains
to be seen how health reform (the 2010 Affordable Care Act),
which requires insurance to cover BRCA testing for unaffected
women as a form of prevention (Obamacare Preventive Care
2010), will impact accessibility of these services.
Furthermore, while financial access is essential, it is not itself
sufficient to ensure high-quality genetic counseling and test-
ing. When these access barriers are overcome, effective com-
munication with genetic counselors is needed.

Gaps in effective communication (when a message reaches
the intended audience and where the meaning is mutually
understood) are widely recognized as a major contributor to
health disparities (Thomas et al. 2004; US Department of
Health and Human Services 2000). It is also well established
that language barriers contribute to health disparities for lim-
ited English-speaking patients (LEP) and that the use of
trained medical interpreters can improve care (Jacobs et al.
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2003; Karliner et al. 2007). According to a recent study,
almost 26 % of Hispanics either speak English “not well”
(16.9 %) or not at all (9 %) (Ryan 2013). Furthermore, low
health literacy affects 36 % of Americans and is dispropor-
tionately found among those with less education, living in
poverty, and/or of ethnic/racial minority background (Kutner
et al. 2006; Nielsen-Bohlman et al. 2004). As defined in
Healthy People 2010, health literacy is “the degree to which
individuals have the capacity to obtain, process, and under-
stand basic health information and services needed to make
appropriate health decisions”—and includes not only print,
oral, and numeracy capabilities but also cultural/conceptual
knowledge (US Department of Health and Human Services
2000).

GC communication consists of four key components: (i)
elicitation of family history; (ii) education about genetics,
cancer risk, and risk reduction strategies; (iii) counseling/
psychosocial support; and (iv) informed consent for genetic
testing (GT) (Riley et al. 2012; Roter et al. 2007). Given the
documented role of communication in health disparities, it is
essential to elucidate how effectively counselors are able to
deliver these key components of GC communication with
their underserved patients and to elicit and understand the
varied concerns, beliefs, and information needs patients have.
To date, relatively little research on genetic counseling com-
munication regarding genetic literacy and medical interpreta-
tion has been conducted, and little has included underserved
patients or analyses of underserved subgroups (Erby et al.
2008; Lea et al. 2011; Roter et al. 2007). Research with
Latino patients has primarily been conducted in the prenatal
rather than cancer genetics setting. Some of the issues of
culture, language, and literacy raised in that literature may
be relevant to cancer counseling, including the potential con-
fusion and misunderstanding due to the counseling tenet of
nondirectiveness (Browner et al. 2003; Penchaszadeh 2001;
Rapp 1993), use of medical jargon, inadequate translation,
patient mistrust, counselor’s misplaced cultural sensitivity
(Browner et al. 2003), and varied formats for presenting risk
information (Eichmeyer et al. 2005). This pilot study begins to
address these important gaps in understanding cancer genetics
communication with low-income Latinas.

Methods
Setting and population

The data for this paper were gathered at a public safety net
hospital (SNH).? Like many hospitals that make up the health

2 We use “SNH” throughout to protect the identity of counselors and
patients.
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care safety net in the USA, SNH is publicly owned and serves
many patients who have no medical insurance or are covered
by Medicaid or Medicare. Located in an urban area, SNH
serves more than 100,000 patients annually and is affiliated
with an academic medical center whose faculty and staff
provide clinical and teaching services at SNH, including ge-
netic counselors.

Recipients of HBOC counseling and testing reflect SNH’s
diverse population. Latino patients (primarily Mexican and
Central American) make up about 25 % of all patients seen by
the cancer genetic counselors at SNH and comprise 31 % of
the population served by the SNH overall. Two part-time
master’s level genetic counselors (GCs) see patients in the
general oncology, breast, and gynecological oncology clinics.
During the period of our study, genetic counseling interns
(master’s students in genetic counseling) conducted or helped
to conduct 10 out of the 28 sessions we observed, including 9
in Spanish. Genetic counseling and testing are available to
patients free of charge at SNH through a variety of means,
including foundation support, MediCal (the state’s Medicaid
program), Medicare, Myriad Genetic’s hardship program, and
a multisite research study (unrelated to the present study).
During our study, most Latino patients were offered testing
through the multisite research study focused on Latino pa-
tients (Weitzel et al. 2013). * Consent for the testing study was
conducted by the genetic counselor during the session and was
not part of the consent process for our study’s observations
and interviews which were conducted by the second author.

Data collection

Qualitative methods informed by the anthropological ap-
proach of ethnography were used, including direct observa-
tion of genetic counseling sessions and interviews with pa-
tients after they received genetic test results (Higginbottom
et al. 2013). All research procedures for this study were
approved by appropriate Institutional Review Board. In ac-
cord with our IRB-approved protocol, in this paper, all proper
names are pseudonyms. We have changed some potentially
identifying characteristics of locations and individuals as these
are largely incidental to the substance of this paper.

Data were collected from October 2011 to February 2012
during direct observation of genetic counseling appointments

3 Positive test results were confirmed through a commercial laboratory;
negative test results reflect the research test which included common
mutations in the Hispanic population, rather than full sequencing. Since
the end of our study, some of the patients who tested negative on the
“Hispanic panel” (Weitzel et al. 2005; Weitzel et al. 2013) during our
study have been called back and re-tested with an expanded research
panel or full sequencing and deletion/duplication analysis at a commercial
lab. In a few cases, patients who previously received negative results
subsequently tested positive.

and interviews with patients. All genetic counseling
appointments with self-identified Latina patients who
had appointments when the research associate was avail-
able were eligible for inclusion in the study. Therefore,
there may have been other eligible participants who
were not offered the opportunity to participate. The
observer took detailed field notes to record the dynam-
ics of the session, communication challenges, emotional
content, body language, etc.

Observed participants who were offered genetic testing
were invited to participate in an interview after they received
their test results. In addition, the GCs identified five patients
we had been unable to observe who agreed to participate in
interviews. We conducted 10 interviews with patients in the
patient’s preferred language, n=9 in Spanish and n=1 in
English, after their result appointment, using a semistructured
protocol that allowed participants to introduce substantive
topics not anticipated by the interviewer and to address topics
in their own words and manner (Berg 2007a; Fetterman
1998). Interview topics included the following: (1) subjective
experience with genetic counseling, (2) communication with
counselors, (3) understanding of breast cancer inheritance, (4)
risk perceptions and understanding, (5) interpretations of test-
ing and posttest cancer screening recommendations, and (6)
personal/family history (see supplementary material:
Interview Guide). Interviews and observations were conduct-
ed by the second author, a highly trained, master’s level,
bilingual bicultural Latina researcher. Standard ethnographic
techniques designed to minimally disrupt patient’s usual rou-
tines were used to conduct systematic observations (Atkinson
and Hammersley 1994; Denzin and Lincoln, 1998; Johnson
and Sackett 1998; Joseph and Dohan 2009). These standard
methods were selected to ensure that the research did not
affect the care received by participants, that the data reflected
usual care routines, and that there was minimal disruption to
these routines. Furthermore, as a teaching hospital, the pres-
ence of student and other observers was common. We obtain-
ed written informed consent for all interviews. Interviews
were digitally recorded and translated/transcribed verbatim
for analysis by a professional transcriber. All interview partic-
ipants were compensated for their time with a $25 grocery
store gift card.

Data analysis

We utilized content analysis to code and analyze our data,
reading through our data (observation field notes and inter-
view transcripts) multiple times to identify key themes that
recurred in field notes and transcripts (Berg 2007b). The two
coauthors independently coded the data for its substantive
content and met regularly to refine and reconcile codes. We
used Atlas-ti to manage the text data and attachment of codes.
The key themes we identified are presented here.
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Results
Participant characteristics

A total number of 25 patients participated (one eligible patient
declined to participate). We observed 20 patients during 28
genetic counseling appointments (seven in more than one
appointment). Out of the 20 observed participants, 16
(80 %) were monolingual Spanish speakers. Those who re-
ceived genetic counseling in Spanish received it via a profes-
sional medical interpreter, other hospital staff (genetic
counseling assistant, navigator, or resident), a family member,
or directly through the GC intern who spoke Spanish (nine
sessions). The four bilingual patients who received their
counseling in English had varying levels of English
proficiency.

Demographics of interview participants (n=10) are de-
tailed in Table 1. They were immigrants from Mexico, El
Salvador, and Guatemala with varied immigration status and
education levels, and ranged in age from 38 to 87. Eight
received counseling in Spanish and two in English. While
four women had been previously diagnosed with cancer, six
had no personal history of cancer and were referred by the
SNH mammography clinic or a primary care provider due to
family history. All had received BRCA testing (nine research
study/one full sequencing) at the time of the interview; nine
were negative and one was positive. Demographics of ob-
served patients were similar to those we interviewed and
reflect well the women typically seen in SNH cancer genetics
program. The two participating counselors were both white
women and experienced counselors who had been in practice

Table 1 Interview participant demographics

at the SNH for several years (and longer in other settings). The
GC interns were second year master’s students in genetic
counseling and were white and Asian women. None were
native Spanish speakers.

Themes

Analysis of the observation field notes and patient interviews
identified both strengths and limitations of current GC com-
munication practices which we present in the context of the
following six themes: (1) family health history communica-
tion; (2) education regarding genes and genetics and patient
information needs; (3) the purpose of the genetic test (and
patient motivation to take it); (4) genetic test results and cancer
risk, to worry or not to worry; (5) building rapport and
providing support; and (6) medical interpretation for mono-
lingual Spanish speakers.

Family health history communication

A key component of genetic counseling communication is the
counselor’s elicitation of the patient’s family history. This can
be a challenge in any family but may be more complicated for
immigrants who come from countries ravaged by war or
places where medical care was rarely accessible and thus the
causes of death were frequently unknown. For 38-year-old
Rosa, gathering information the counselor requested about her
sister’s ovarian cancer from her family in Mexico was
difficult, and that difficulty caused her to feel embarrassed
with the GC.

Interview Age Breastcancer Country of Immigration Time in the  Education Marital/family ~ No. of times Language of
no. status origin status USA (years) status observed counseling
QI-1-LW3 42 Metastatic BC Guatemala  Citizen 20 Unknown Married with 2 Spanish
three children
QI-2-LW10 38  Unaffected Mexico Undocumented 4 College/Bus.  Single 3 Spanish
Admin
QI-3 37  Unaffected Guatemala  Undocumented 3 Less than Divorced with 0 Spanish
(BRCA+) elementary one child
Ql-4 45  BCremission Mexico Citizen 20 Less than Divorced with 0 Spanish
elementary two children
QI-5 39  Unaffected El Salvador  Citizen 26 High school  Single English
QI-6 48  Unaffected Mexico Undocumented 5 Some high Married with Spanish
school two children
QI-8-LW5 36  Unaffected Guatemala  Undocumented 17 College Married with 3 Spanish
two children
QI-10-LW7 50  BCremission Guatemala Legal resident 21 Elementary Divorced with 3 Spanish
five children
QI-11-LW11 54 Unaffected El Salvador Legal resident 52 Some college Divorced with 2 English
one child
QI-12-LW12 87  BCremission El Salvador Citizen 52 College Married with 1 Spanish
six children
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We talked about family, about my whole family, about
my parents, everyone, about the generations. [The coun-
selor] asked me if I could give them all to her. I was so
embarrassed that I couldn’t say—How could that be?
[QI-2-LW10]*

Cultural beliefs about cancer also played a role in Rosa’s
and other patient’s family communication about health histo-
ry. Rosa reported that her aunt had died from stomach cancer.
When the GC asked if it was possible that her aunt’s cancer
might have started in another part of the body such as the
ovaries (which would have raised the counselor’s risk assess-
ment significantly), Rosa said that she did not know. She
explained that her aunt was a nun and did not want people
to know that she had cancer because for her, it was like un
pecado (a sin). Cancer was seen as una maldicion (a curse) for
something she had done. Thus, the family had only learned
about the aunt’s illness when she was dying.

One of the communication strengths of the counselors in
our study was their ability to convey the purpose and impor-
tance of examining the family medical history. They took in
stride patients’ limited family history knowledge and
expressed understanding of the difficulty obtaining informa-
tion about family history. They would offer encouragement
and advice on strategies for talking with family members and
would often schedule a second appointment before making a
full-risk assessment (and deciding whether to offer genetic
testing) to allow time for the patient to gather more of the
family’s health history. In this way, the GCs involved the
patients in the process of building the family history by
encouraging family communication around cancer. They also
utilized particular strategies to elicit the family history from
patients with low health literacy (e.g., patients who lacked
knowledge of anatomy or of cancer and how it spreads). For
example, by asking questions about the treatments undergone
for a relative’s cancer and the time between diagnosis and
death, they were able to better assess if the cancer was ovarian,
cervical, endometrial, or stomach cancer, and thus identify or
rule out ovarian cancer, which is rare but significantly in-
creases the likelihood of a hereditary cancer syndrome linked
to BRCA.

In some cases, the GC used the drawing of the family
history (pedigree) she made during the session to explain the
patterns she had identified and their significance.

What helped me was that...so she started to make the
drawings and putting my mom on one side and my dad
on the other side. So, also, if, if I were to have a disease,
my kids could also inherit it. That’s what, that’s what
helped me [to understand]. [QI-6]

* This notation identifies the interview (QI) and the observation (LW). In
cases where only one notation is present, only an interview or an obser-
vation was conducted, but not both.

It is that she made for us little drawings and everything,
she would tell us, where they came from, from the mom,
and from the dad, and she would draw for us, well
everything,...Because she answered all of our ques-
tions, and she would do it with little drawings, she
would do so that we would understand. [QI-4]

These and other patients appreciated when the counselor
showed and explained the pedigree drawing, rather than just
using it for her own assessment and records.

Education regarding genes and genetics and patient
information needs

The counselors typically began a session by asking if the
patient knew why she was referred, or what her understanding
was for the appointment, and then offered the patient an
opportunity to voice her concerns and/or wishes for the ses-
sion (a process referred to as “contracting”) (Bennett et al.
2003). Most participants we observed were referred with little
or no prior knowledge or awareness of genetic counseling or
testing for breast cancer and with little explanation from the
referring provider. One patient, who had told the counselor
that she did not know the reason for her appointment, de-
scribed in her interview how she understood her doctor’s
referral:

Participant (P): Through Dr. J., since I told him that so
many people in my family have died of cancer, my dad’s
sisters, he said, “How does it sound to you if we referred
you to a genetic doctor?” “Sure. No problem.” So he
says, “Well, good.” He said, “Don’t worry, it’s not
because you have it, but rather so you can learn about
the process, or how to deal with it in the case there’s
cancer.” “OKk, that’s fine.”

Interviewer (I): What was your understanding when Dr.
J. referred you? What did you think would happen when
you went to see the genetic counselor?

P: It was so I could help my family, right, because they
were going through- well, we were all going through
something really hard, right? So, it was to see if I could
help my sister more, since she’s my twin. So, she’s
feeling everything, and I’m feeling it too. [QI-2-LW10]

As in this case, even when the doctor offered an explana-
tion, patient’s understanding of what it meant to talk with a
genetic counselor was quite vague. However, the motivation
to attend the appointment in order to help her family was
common among many of the patients in our study.

After obtaining a patient’s family history, the GC would
usually explain HBOC contrasting it with “sporadic cancer or
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cancer that happens by chance.” For example, as recorded in
our field notes,

The GC said that she wasn’t sure why [the patient’s]
sister got cancer or if her doctor’s explanation is correct
or not, but most of the time when people develop cancer
it just happens by chance and is not related to genetics,
to family history. It is not caused by any one particular
reason. [QI-8-LW5]

The GC said that she wanted to talk with Sara more
about the option of doing a genetic test to find out if her
cancer was due to a hereditary risk factor. She contin-
ued, cancer is common, but in a small number of fam-
ilies it is hereditary. Risk factors put family members at a
higher risk of developing cancer. When talking about
hereditary breast cancer, the GC said she is talking about
two genes that can change and therefore put the person
at a higher risk. The GC asked Sara if she had heard of
the genes. Sara said that she hadn’t. [QI-10-LW7]

Despite counselor’s efforts to assess patient awareness and
knowledge, their explanations of concepts such as hereditary
risk factors and the role of the BRCA [ and 2 genes were
sometimes not accessible to the patient. For example, Sara, a
S-year breast cancer survivor, misunderstood the counselor’s
explanation and thought the GC was talking about her cancer.
As recorded in our field notes:

The GC said that in our bodies we have billions of cells
and inside every cell there are a ‘bunch of” genes, a lot
of different genes. Genes are like an instruction book
that tells our body how to grow and develop. Our genes
are why we look like our family members. Genes deter-
mine the color of our eyes or hair that we will have. We
also have genes that protect us from developing cancer.
These genes are something that everybody has, but if
there is a mutation or a change it puts people at a higher
risk of developing certain cancers. The GC asked if what
she was saying made sense to Sara and if she had any
questions. Sara hesitated and appearing confused,
asked: “When they cut out the lymph nodes or a part
of them?’ [QI-10-LW7]

In response, the GC tried to explain again that she was
talking about genes in the body that can put a person at a higher
risk for cancer and that this was different than talking about
cancer in the body spreading to the lymph nodes. However,
when she asked again if Sara understood, Sara simply nodded.
It was clear from her interview that she did not understand what
the GC had explained; nevertheless, she did comprehend the
GC’s take-home message that her negative test result meant she
did not need to worry about her daughters and granddaughters.

@ Springer

In interviews, we asked participants what they understood
about genes and the role of genetics in cancer. Although most
participants could not report what the counselors had ex-
plained about the BRCA genes and genetics, importantly, at
least in some cases, it did not appear to be a matter of retention
but rather a lack of understanding at the time of the counsel-
ing. For example, Nora, who had not completed elementary
school, said

I only knew that they were going to take blood and they
were going to do so for a genetic test. But she already
started to explain to us, um, I don’t know how to say it to
you...but I tell you that there are words that one does
not understand. [QI-4]

A patient’s higher educational achievement did not always
facilitate a better understanding of genes and genetics. One
participant with a degree in business administration from a
college in Mexico also had a poor understanding. When asked
about the BRCA genes, she hesitantly explained,

It’s like there are two types of blood, right? And- well,
that’s how I understood it, that it’s like there are two
types of blood, and that one of them seems to be stron-
ger than the other, right? And that’s what tells you where
the cancer is. Ahhh, that’s how I understood it, I don’t
know if that’s how it is, right, but in short, that’s what it
is to me. [QI-2-LW10]

As in the previous two cases, the material presented by the
counselor was typically new to the patient. On one rare
occasion that provides a contrast, a woman with recently
diagnosed advanced breast cancer had spoken with a social
worker about genetic testing prior to her counseling appoint-
ment and seemed to have a better, if not entirely correct,
understanding of what the counselor explained,

A gene? It seems that a gene is something in your blood
that gets transmitted. Like we pass on our blood in our
own family it gets passed on like that. That’s what 1
think. [QI-1-LW3]

Although GCs asked patients frequently during the GC
sessions if they had questions, patients often said “no,” and
when asked if they understood they often said “yes.” When
patients did ask questions, they tended to be focused on how a
positive test result would affect or benefit their family members.

I: So when you were speaking with the genetic counsel-
or, if you didn’t understand something, what would you
do?

P: I didn’t ask. Because I was embarrassed. Because 1
was embarrassed.
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I: Uh-huh. When you go to the doctor in general, do you
ask the doctors questions?

P: Yes. Yes.

I: Yes. So why were you embarrassed with the genetic
counselor?

P: Actually T don’t...I don’t really know why I was
embarrassed to ask her. [QI-6]

It was clear from her interview that this patient thought that
the test would tell her if she had cancer or not, and she was
ready to start treatment if the test was positive, even though
she was not sure what type of treatment it would be:
“Whatever they gave me. Whatever they said. Yes.” Despite
such misunderstandings, all observed patients who were of-
fered the test accepted it, and in interviews, most said they
were motivated to take the genetic test to obtain information
that might help protect them and/or their family members
from cancer, as discussed further in the next section.

The purpose of the genetic test (and patient motivation
to take it)

Despite often not understanding the counselor’s explanation
of genes and genetics, many of the participants did garner a
basic understanding of the purpose of the BRCA test. For
example, when asked about her understanding of the purpose
of the test, one patient responded:

It tells the probability of getting cancer...I asked her
what it is really for. And she said it was to see where
they could give you a probability, right, of having
a—something-like cancer, or something like that, and
that would help me rule out the idea, right, yeah. That’s
what I understood. [QI-2-LW10]

She just said that, that if I agreed, I mean if [ wanted to
get an exam, if [ wanted that to, they said basically to
study my genes and what is the probability so they could
see if I would get cancer or not. [QI-6]

As with the latter, some patients interpreted the explanation of
the test’s purpose in more definitive terms than the counselor’s
description indicated—understanding the test as predictive of
cancer, rather than predictive of the risk of cancer. As another
participant said, the purpose of the test is “To know more about
the disease, whether you’re going to get it or not.” [QI-10-LW-7]

Patients generally understood the potential benefits of test-
ing as described by the GCs (to help the GC and other
providers keep the patient and her family healthy) and were
consistently motivated to take the test in order to help their
children, their sisters, and themselves.

And also to find out what I could tell my kids. So the
same thing, if I were to end up with some disease, my
kids would have to get tested because they could also
inherit it. [QI-6]

Although the general prevention message offered by the
GCs was understood, the details of “prevention” (risk reduc-
tion via surgery) or early detection through screening (alter-
nating MRI and mammography every 6 months) were not
often discussed in detail prior to testing.

Genetic test results and cancer risk: to worry or not to worry

We observed that the counselors aimed to communicate the
three possible results (positive, negative, or variant of uncer-
tain significance) by clarifying the meaning and limitations of
the test results for each patient in the context of her personal
and family history of cancer. To do so, the counselor would
often simplify the take-home message into a question of
whether the patient would need “to worry” or “not to worry”
and then would explain the estimated risk using subjective
rather than numerical terms, such as “the same as the rest of
the population” or “slightly higher than the general popula-
tion.” If a patient had already been diagnosed, the patient’s
diagnosis would be incorporated into the risk assessment.

For patients with a negative test result that the counselor
interpreted as no need to worry about an increased risk, the
GCs still recommended regular screening with annual mam-
mography beginning at age 40 and annual clinical breast
exams, in accord with National Comprehensive Cancer
Network (NCCN) guidelines. Yet, patients could not always
hear the GCs’ screening recommendations in the moment of
relief that the genetic test was negative.

...as soon as she told me that everything was okay, I
didn’t feel like asking anything more. I didn’t say any-
thing. That was what I was hoping to hear. ...And I had
an interpreter there who was telling me that everything
was okay and asked if I had any questions. No! After
that I just wanted to leave. [QI-6]

Interviews with patients who had received negative results
also identified uncertainty and confusion about the meaning of
negative test results. For example, the patient quoted above
who was eager to leave the appointment immediately after
getting her test result, misunderstood the BRCA test as a
diagnostic exam that she would repeat periodically to make
sure nothing had changed.

...they’ve given me a diagnosis that I’'m okay, but you
never know. The results—for example, I got them
6 months ago. A lot of things can happen in 6 months.
If during those 6 months, even though it came out

@ Springer



70

J Community Genet (2015) 6:63-76

negative 6 months ago, it could come out positive. You
never know. We have to be realistic. [QI-6]

One of our English speaking participants, Olga, understood
that she was not at increased risk, but she did not understand
what that meant for her children and grandchildren.

I think the biggest question, which I don’t even know if
there is an answer to it, is like how can you get to know
if this is going to affect your kids and grandkids. You
know, I’'m in the clear as far as this particular little gene,
you know, and hopefully, you know, from what [the
GC] explained to me, it shouldn’t-you know, maybe it
diffuses or gets diminished as the generations come
along. So for me, that’s a big peace of mind. [QI-11-
LWI11]

Despite the GC’s explanation that Olga’s risk was “the
same as the general population,” she and other participants
assumed that they had no breast cancer risk.

I: Do you still see yourself as being at risk of having
breast cancer?

P: I don’t, I really don’t, maybe someplace else but not
in my breasts, maybe not in my breasts but, you know,
who knows? Like we were talking when we got the
results, it’s like it doesn’t mean that it can’t happen
someplace else, you know. But at least I don’t have that,
which is great. It would be great to have like a total
screening where you don’t have any cancer genes at all,
but that’s not a possibility right now. [QI-11/LW11]

One patient, Eva, with recently diagnosed breast cancer
had been quite reluctant to test when the idea was first intro-
duced because she was still reeling from her diagnosis and
was afraid to get any additional bad news. Eva was very
relieved—for herself and her daughter—to hear that the re-
sults were negative. However, it was not clear how well she
understood the implications of her risk related to her metasta-
tic breast cancer or that the BRCA test she underwent was part
of a research study (and not the full sequencing), and thus, the
result was not as definitive as she characterized it during her
interview:

That was all I needed to know. It was very clear
that it wasn’t genetic. There was nothing else to
understand or think, or worry about....She told me
that there was less probability of having another
type of cancer, the probability that one of my
children—she gave me the positive reasons for
the results to be negative. ...I feel such a peace,
like T said it’s one less thing to worry about. We
threw it out once and for all. That’s why on the
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one hand it’s good that I did it because I would
still be wondering if I didn’t do it. [QI-1-LW3]

Ana, the only woman in our study who received a positive
BRCA test result, clearly understood that she did not have
cancer and that her positive result meant that she had to keep
up with all her exams, take care of herself, and tell the doctors
if anything “didn’t feel right.” [QI-3] She said the GC told her:

If it came out positive it didn’t, it didn’t mean that I had
the disease, that I already had it. But rather it would
mean that that I was positive, like a lot of other people.
But a lot of people don’t get it even like that...the ones
who are susceptible or those who actually get it, there
are a lot of medical possibilities now, and there are a lot
of cases where they’ve removed ovaries or breast so
that, to prevent it because those are the places where the
disease attacks most. [QI-3]

A monolingual Spanish speaker, Ana, was pleased with the
counselor’s ability to anticipate and answer her questions
through the interpreter during the test results counseling
session.

They had a translator there and what they were saying
was like correct, like there were hardly any questions
because, like, like the questions I would have in my
mind, she would be answering them....maybe in my
mind when I left the house, I had questions. So those
questions I had, they were ready to tell me. [QI-3]

Ana’s solid understanding was likely influenced by the fact
that she had met with the GCs several times due to her positive
test result and also because she had taken care of her 38-year-
old BRCA+ sister while she was dying from breast cancer, and
with whom she was emotionally close. As a result, she had
many more opportunities to be exposed to the information
than other study participants. Patients who test positive also
receive a binder with information and resources at their results
appointment. Unfortunately, these materials are in English,
except for a DVD about hereditary cancer which is available
in both English and Spanish.

Building rapport and providing support

In addition to providing education, a key component of ge-
netic counseling is the provision of psychosocial support. We
found that counselors were particularly effective in building
rapport and providing support to English speaking patients.
For example, Olga said,

...she communicated everything really really well,
where I understood where she was going. ...I was
understanding maybe too much and I thought oh God,
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what if I do have that gene?...she was very very good
about explaining and I understood that there was
that possibility of something. She made it clear.
[QI-11-LW11]

And later in her interview:

...you know, it’s a nice support system. It’s very per-
sonal and you feel comfortable. There’s nothing to be
scared about, you are not really scared. Maybe appre-
hensive, a little bit wondering. [QI-11-LW11]

We also observed that counselors effectively provided re-
assurance to patients who feared a positive test result.

1 didn’t feel sad, but rather a little bit scared to think that
I could get...And the GC also had, had some advice for
me. She said, “you don’t have to be scared because...
don’t think that its going to turn out that you inherited
the gene from your mom. Let’s wait and see what the
results show. [QI-5]

...they had a lot of patience and she would answer all of
our questions and was explaining everything to us very
well...what was what one would want to know, right,
and with that what I could do to help my sisters in doing
those tests if it came out positive. [QI-4]

In another case, the patient became very upset during a
counseling session as the GC explained the possible test
outcomes. The counselor was able to effectively reassure this
patient. From the field notes,

When Rosa started sobbing, the GC asked her to share
what she was feeling, but she couldn’t answer for a
while. Then the GC asked if it was scary for her to think
about it. Rosa said that what hurt her the most was that
she doesn’t have children and she was thinking about
getting pregnant this year. “I don’t know if  am going to
be able to have children “ya no soy jovencita. Ya tengo
38 afos.” (I’'m not so young anymore. I’'m already 38.)
That is what hurts the most, she said. The GC said that
she could see how that could be worrying, but that the
likelihood is that the test would be normal and it won’t
be something she will have to worry much about. But,
even if the test were positive it doesn’t mean that
she couldn’t have a baby; it doesn’t mean that at
all...” [QI-2-LW10]

Rosa also was afraid that if she had a baby, the baby would
have cancer. The GC explained that if she carried the cancer
gene, there was a chance that the child would develop cancer
but that it would not affect him or her for many decades; these
were not cancers that affect children. The GC also used the
opportunity to reiterate the concept of risk with respect to

cancer development and the value of the test as a way keep
her healthy. The GC’s explanation made the patient feel
calmer, and the conversation moved on to a discussion about
the genetic test.

In another case, we observed a mismatch between the GC’s
offer of additional information to reassure a patient and the
patient’s need for something else. Eva, a monolingual
Spanish-speaking mother of three young children, was reluc-
tant to test for the BRCA genes because she was afraid of
receiving more bad news after her cancer diagnosis. After
acknowledging the patient’s distress upon hearing that her
cancer might have spread to the liver, the GC asked, “is
genetic testing something you are interested in doing?” Eva
said, “tanto, tanto como interesada, no” (really, really interest-
ed, no). In the face of Eva’s reluctance, the GC explained why
it would be good to know—that “if negative, we wouldn’t
have to worry about your family”” and “if positive, we would
be able to do extra screening.” However, this information was
preceded by, and seemed to get lost in, an explanation of the
BRCA1/2 genes, gene mutations, and the counselor’s attempt
to reassure the patient by conveying her expectation that the
result would likely be negative. When the GC concluded, and
after the video interpreter connection had been turned off, Eva
looked at her husband and mumbled, “I am going to do it so
they leave me alone.”

Medical interpretation for monolingual Spanish speakers

The quality of Spanish interpretation varied significantly, and
at times was not adequate for the patient to fully access the
benefits of genetic counseling. State law requires professional
medical interpretation to be provided; at SNH, interpretation is
available and provided by the hospital primarily via video-
conference medical interpretation (VMI) or telephone. During
the course of our study, we observed interpretation being
provided by a range of individuals who had varying skill
levels, including the professional medical interpreters via
VMI or phone, in person via staff (genetic counseling assis-
tant, patient navigator, volunteer medical resident), family
members, and genetic counseling (master’s level) student
interns.

With regard to the professional medical interpreters, we
observed some barriers to optimal communication between
counselor and patient. Professional interpreters were some-
times unfamiliar with genetic counseling, including the hour-
long initial appointment, some specific vocabulary, and the
nature of genetic information. For example, during one ap-
pointment we observed, well into the counselor’s explanation
of hereditary cancer and the BRCA genes, the interpreter ask:
“Are you a genetic counselor?” We also observed professional
interpreters translate probabilistic statements as definitive
statements. In one instance, the GC said the patient’s cancer
was “probably not the result of genetics” and the interpreter
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translated it as “the cancer was not caused by genetics but
rather was something “aleatorio.” The interpreter thus not only
added his own explanation to the GC’s statement, but
employed a rarely used mathematical term for “random” that
few low-literacy patients are likely to know. In other cases, we
heard the interpreter change and shorten statements that
changed the meaning. For example, when a counselor told
one patient that “5—-10 % of breast cancer is hereditary,” the
interpreter said “10 % of breast cancer is hereditary.”

The use of the VMI frequently presented technical prob-
lems, particularly the inability for all parties in the conversa-
tion to hear one another. As a result, the provider sometimes
had to shout and repeat herself; in such circumstances, the GC
would often shorten her statements, thus reducing the expla-
nation and educational content she offered to the patient and
making it more difficult to use the range of affect customary to
counseling. Such difficulties also occasionally led the GC to
let the interpreter go before the end of the session, for exam-
ple, before the patient has signed the consent for testing or for
participation in an ongoing follow-up research study offered
to all patients who undergo genetic testing at SNH.

Due to these difficulties with the professional interpretation
available, the GCs sometimes preferred to use their own staff,
other hospital staff, or students as interpreters, who could be
present in person. For example, the counseling program at-
tempts to keep on staff a genetic counseling assistant (GCA)
who is bilingual in Spanish. However, this was not always
possible and the level of fluency of the GCA varied during the
period of our research. The advantage of having a bilingual
GCA perform the interpretation is their knowledge of genet-
ics, familiarity with the genetic counseling process, and their
availability in person. However, they are not trained as inter-
preters. Similarly, patient navigators who occasionally accom-
panied the patient might perform the interpretation (patient
navigators are trained, culturally sensitive health care workers
who provide support and guidance throughout the cancer care
continuum) (Robinson-White et al. 2010). Although not
trained as interpreters, patient navigators are familiar with
breast cancer, know the patient and clinic, and can act as a
cultural broker as well as a translator. One genetic counseling
student intern who spoke conversational Spanish very well but
was not fully proficient also led several sessions we observed
and once provided interpretation for the counselor. In this
instance, the patient mentioned to the observer after the ap-
pointment that she felt offended that she had been given an
interpreter “who didn’t speak Spanish.”

Finally, it must be noted that not all patients who could
benefit from interpreters accepted them. For example, one
of the patients we observed refused an interpreter because
she felt confident that she could communicate with the GC
in English; however, we observed communication difficul-
ties due to language during her session. Counselors were
aware of this problem but were not sure how to address it
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without offending the patients who declined the offer of an
interpreter.

Discussion

As genetics and genomics become mainstream medicine,
these advances can actually exacerbate breast cancer dispar-
ities if low-income women are unable to access and benefit
from genetic risk services in the same ways as those who are
affluent and insured. While Medicaid has begun to reimburse
for cancer genetic services in many states, and it is likely that
the Affordable Care Act will further the availability of genetic
testing for HBOC, such financial access is essential but not
itself sufficient to ensure the full benefits of genetic counseling
and testing given that gaps in effective communication con-
tribute significantly to health disparities (Thomas et al. 2004;
US Department of Health and Human Services 2000). The
number of patients testing overall, and those testing positive
for hereditary cancer syndromes like HBOC is likely to in-
crease as the number of genes tested increases with the utili-
zation of next generation panel tests (Ormond 2013). This
next generation screening will bring new opportunities for
both benefits and increased disparities, as well as its own
communication challenges.

This pilot study utilized qualitative ethnographic methods
to identify key aspects of current communication practices in a
public hospital that has been offering cancer genetics services
for several years. The results identify both strengths and
weaknesses in the genetic counseling that is available and
begin to explain how and why miscommunication or ineffec-
tive communication occurs. As such the results provide evi-
dence needed to guide further research and intervention de-
velopment to improve the effectiveness of GC communication
with low-income Latina immigrants in the public health set-
ting. In contrast to other studies of genetic counseling with
Latinas, which focused on acceptability of counseling, psy-
chological outcomes, and BRCA test results (Lagos et al.
2008; Sussner et al. 2010), our study examined the actual
communication dynamics between counselors and patients
by observing the counseling sessions and interviewing the
patients afterward. Our study included real rather than simu-
lated patients (Roter et al. 2007) in the context of their care and
focused on cancer GC rather than prenatal counseling
(Browner et al. 2003).

Our observations and interviews identified strategies coun-
selors are using to bridge differences in literacy levels, lan-
guage, and culture. For example, the use of a second pre-test
appointment allows patients time along with specific strate-
gies for collecting additional family history and also provides
a way for counselors to build rapport and to reiterate key
information prior to testing. While this strategy may not be
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applicable in all settings due to limited resources on the clinic
side and limited ability to attend multiple appointments due to
transportation and other logistical issues on the patient side,
this strategy does reflect and respond to the patient’s reality.
Many patients do not have family history information imme-
diately available or accessible due to health care in the home
country, cultural issues that may limit communication about
cancer, and low health literacy or numeracy that may limit
understanding of cancer and cancer risk. The counselors were
also often able to reassure patients by explaining that the test
results would help the GC and the patient’s other health care
providers keep the patient and her family healthy. The GCs
also utilized the pedigree they had drawn during the family
history discussion to explain heredity. This technique, which
appeared to be helpful, could be used more consistently.

Our findings also identified components of the communi-
cation that were not optimally effective. Some of the commu-
nication gaps resulted from structural constraints, most signif-
icantly the lack of consistently effective medical interpreta-
tion, which can impact all aspects of genetic counseling com-
munication. While professional medical interpretation is re-
quired and available, it is not always implemented in an
effective manner. Despite advances in technology that have
increased the accessibility of interpreters via remote video and
telephone, the quality of both the technology and people
providing the services remain variable. Nevertheless, coun-
selors can potentially increase the effectiveness of medical
interpretation. Further research is needed to identify specific
strategies that will improve the communication via interpreter
such as the research on the benefits of orienting the interpreter
to the genetic counseling appointment; offering the opportu-
nity for interpreters to ask questions too if s/he doesn’t under-
stand a word or concept. Prior research has shown that pro-
fessional interpreters compared with family members or other
staff are more effective in other settings and this principal
could be applied in genetic counseling (Karliner et al. 2007).
In cases where a patient declines an interpreter, using the
“teach back” method or other proven methods to assess pa-
tient understanding could be especially important (Schillinger
et al. 2003; Sudore and Schillinger 2009).

Another structural constraint was the lack of trained mas-
ter’s-level bilingual/bicultural genetic counselors; 92 % of
genetic counselors in the USA are white, and 86 % do not
speak a language other than English. Only 5 % speak Spanish
(NSGC 2012). While employing bilingual counselors in in-
stitutions serving large Latino populations might be ideal
(Ricker et al. 2006; Lagos et al. 2008), the demographics of
professional genetic counselors does not currently allow for
this (Mittman and Downs 2008; NSGC 2012). The situation
we describe in this article in which counseling is provided
through interpreters who may or may not be adequately
trained or only accessible remotely is likely representative of
both the present and the near future. The GC student who

conducted some of the GC sessions we observed in Spanish
had strong informal conversational skills but was not profi-
cient in the language overall. As in all health professional
education, it is important to balance the needs of trainees
and patient needs. A system is needed to assure that patients
understand and are being understood as GC students use and
develop their language skills (Vanneste et al. 2013).

Other components of communication where we identified
challenges included communication of residual risk after a
negative result. Up to 75 % of people with familial breast
cancer who test for BRCA mutations receive uninformative
negative results, yet they may still have an elevated risk
compared to the general population (Metcalfe et al. 2009).
Therefore, it is critically important to effectively communicate
that risk and appropriate screening practices such as regular
mammograms and clinical breast exams. As our data indicate,
patients sometimes left their appointments with an inaccurate
understanding of their breast cancer risk due to a misunder-
standing of the nature of the test, i.c., as a diagnostic exam to
be repeated periodically or as a more comprehensive and
definitive test than is actually the case.

Our research also identified a mismatch between the pa-
tients’ information needs and preferences and the information
provided by the counselors. Although the GCs attempted to
simplify their message substantially, they nevertheless seemed
to provide more information about genes and genetics than
most of the patients could understand and make use of.
Patients appeared to be primarily concerned with the purpose
of the test and how it might help them and their families. This
raises questions about genetic exceptionalism—how different
should genetic counseling be compared to other medical
counseling? How different is a genetic test for the patient?
How can we identify and meet patient’s needs while also
providing adequate information to meet the standards of in-
formed consent for genetic testing? In the case of treatment
options provided to cancer patients, protocols for informed
consent do not generally include an explanation of the biolog-
ical model underlying the treatments but rather their potential
benefits, risks, and side effects. While genetic testing is not a
treatment option but rather a measure of risk for the develop-
ment of disease, it is unclear if the effort to convey the
underlying biological model is any more necessary or of value
to the patient than it is in the context of treatment offers or
nongenetic risk assessment tests such as blood tests that
indicate risks of heart disease in the form of cholesterol levels.
Our findings would seem to suggest the opposite; patients
seem neither to desire nor need this information to understand
the concept of risk. At the same time, our data suggest that
provider’s efforts to explain the biology of genetic inheritance,
no matter how simplified, can lead to confusion or crowd out
the communication of other critical information, in par-
ticular for patients already dealing with the stress of a
recent cancer diagnosis.
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While this study provides important and novel insights, it
has limitations. As a case study of one public hospital setting
with only two counselors and a relatively small sample of
patients, the results must be extrapolated to other situations
with caution. Furthermore, the study focuses on low-income
Latinas from Mexico, El Salvador, and Guatemala; the results
may not reflect the experiences, needs, and realities of Latinas
of other national origins or socioeconomic circumstances. The
sample is too small to distinguish differences by national
origin. Nevertheless, this study does provide a valuable first
look at the communication patterns of GC to Latino women at
risk for breast cancer. To address some of these limitations, a
follow-up to this pilot study is underway and includes in-
depth case studies of two public hospitals and patients who
speak English, Spanish, and Chinese (Cantonese and
Mandarin).

Our findings demonstrate the need to identify intervention
strategies that are effective in improving communication with
immigrant Latinas, especially monolingual Spanish speakers.
Like the telenovela, which has proved effective in providing
health information to Latinos (Elder et al. 2009) tools such as
CREDIT, a short narrative video that explains hereditary
breast cancer in simple terms (Joseph et al. 2010) could be
used systematically before a patient’s first appointment to
prepare patients with baseline knowledge about genetic
counseling and testing or be provided to take home to rein-
force what the counselor said. Other tools and strategies used
by GCs, such as the pedigree, could be used more consistently
in daily practice as a visual aid to explain hereditary cancer
and cancer risk in the patient’s personal family history context.
In the instances we observed in which the GC used it this way,
patients were observed becoming more engaged in the process
of discussing family history and expressed the view that it was
helpful in understanding the concept of hereditary cancer.

Counselors also need strategies to ascertain how much
patients understand so that they can adjust and tailor as they
go. While they often ask, “do you have any questions?” many
of the patients are reluctant to ask, do not know or understand
enough to formulate a question, or ask questions that lack
direct relevance to the immediate preceding topic of discus-
sion. Patients in the genetic counseling context are often
exposed to several new concepts with which they have little
or no familiarity, and ongoing education outside of the two or
three visits to a genetic counselor is unlikely to occur.
Identifying key take-home messages, repeated assessment of
a patient’s understanding of those messages, and reiteration
when required is a strategy that has proven effective in other
health education contexts (Schillinger et al. 2003). Take-home
information sheets with basic information about recommen-
dations in Spanish may also assist. In interviews with the GCs
who participated in this research and with other counselors at
public institutions who were interviewed at the conference of
the National Society of Genetic Counselors (NSGC) in 2011,
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GCs described a range of challenges in communicating with
patients across literacy, language and culture. The results of
those interviews coincide substantially with the findings de-
scribed here and will be discussed in a separate paper. In
addition, within the profession of genetic counseling, there is
increasing acknowledgement of the need to address issues
related to “multicultural counseling,” as demonstrated by a
recent special issue of the Journal of Genetic Counseling on
diversity and cultural competence (Warren 2011), and a work-
shop on cultural competence at the 2011 Annual Education
meeting of the National Society of Genetic Counselors.

In sum, strategies and interventions are needed (1) to
further tailor educational components of GC for Latina wom-
en with regard to literacy and culture, (2) to facilitate effective
collaboration with medical interpreters using any of the three
medical interpretation modalities (video, phone, in person),
(3) to deepen medical interpreters’ understanding of the nature
of the appointments and the technical language used during
the genetic counseling to ensure consistent high quality inter-
pretation, and (4) to identify and convey information that is
both necessary and sufficient for patient understanding and
ability to make informed decisions regarding genetic testing as
well as prevention and screening recommendations.
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