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Original Article

Individuals who test positive for a pathogenic variant in 
the BRCA1/2 genes have an increased risk for developing 
hereditary cancers. Both men and women are at risk for 
inheriting either of these genes and their accompanying 
cancer risks as well as passing them on to their children 
(“BRCA1 and BRCA2 in Men”). While women have a 
higher risk for developing hereditary cancer than men, 
men with a pathogenic variant in a BRCA1/2 gene are at 
risk for developing breast, prostate, pancreatic, and mela-
noma cancers (Ibrahim et  al., 2018). During their life-
time, men who are BRCA1 carriers have between a 1% 
and 5% risk of developing breast cancer and a 2% to 3% 
of developing pancreatic cancer.1 Men who are BRCA2 
carriers have between a 5% and 10% risk of developing 
breast cancer, 3% to 5% risk of developing pancreatic 
cancer, 3% to 5% risk of developing melanoma cancer, 

and between 15% and 25% risk of developing prostate 
cancer (Mahon, 2014; Petrucelli et al., 2016). These risks 
are in comparison to men in the general population who 
have a 0.1% risk of developing breast cancer, 1% risk of 
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Abstract
Men are at risk for developing hereditary cancers such as breast, prostate, pancreatic, and melanoma due to a 
pathogenic germline variant in either the BRCA1 or BRCA2 gene. The purpose of this study was to identify and 
provide practical advice for men managing their BRCA-related cancer risks based on men’s real-life experiences. 
Semistructured interviews were conducted with 25 men who either tested positive for a pathogenic variant in 
BRCA1/2 gene or who had an immediate family member who had tested positive for a pathogenic variant in BRCA1/2. 
A thematic analysis of the interview transcripts was completed utilizing the constant comparison method. Qualitative 
analysis produced three categories of participant advice for men who recently learned of their hereditary cancer risk. 
Specifically, participants advised the following: (a) know the basics, (b) engage in the family narrative, and (c) advocate 
for yourself. Results showed the need for men to know and understand their BRCA cancer risks and communicate that 
genetic risk information to their family members and practitioners. In particular, the findings stress the importance of 
addressing men’s risks and medical management from a family-focused approach. Overall, because men are historically 
undereducated about their BRCA-related cancer risks, this practical advice serves as a first step for men managing 
BRCA-related cancer risks and may ultimately assist them in making preventive and screening health behaviors.
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developing pancreatic cancer, 1% to 2% risk of develop-
ing melanoma cancer, and up to a 16% risk of developing 
prostate cancer.

Unfortunately, men are not well educated regarding 
their risk for BRCA-related cancers. This lack of knowl-
edge may be due to several reasons. For one, there is a 
paucity of genetic risk information and resources geared 
toward men (Donovan & Flynn, 2007; Nieder et al., 2003; 
Rauscher et al., 2018; Skop et al., 2018). This lack of infor-
mation causes men to be underinformed, and even misin-
formed, about their hereditary cancer risks, and they often 
report inaccurate cancer risks (Rauscher & Dean, 2017; 
Rauscher et al., 2018). Another factor is that health-care 
providers and practitioners are not knowledgeable about 
men’s hereditary cancer risks as well as men’s medical 
management options (Dean et al., 2019). For example, a 
recent systematic review found primary care physicians 
(PCPs) often have incomplete/inaccurate knowledge 
regarding hereditary cancer as well as lack confidence 
about genetic testing knowledge (Hamilton et al., 2017). A 
third reason for men’s lack in BRCA education may be the 
name of the genetic variant. In a 2019 editorial published 
in Nature, Dr. Colin Pritchard (2019), an associate profes-
sor of laboratory medicine at the University of Washington’s 
School of Medicine, stated,

In my view, part of the confusion stems from the fact that 
people with mutations in BRCA1 or BRCA2 are said to have 
hereditary breast and ovarian cancer syndrome, or HBOC 
[Hereditary Breast and Ovarian Cancer]. This term is not 
only misleading, it is also cumbersome and hard to remember. 
(par. 5)

This is not surprising as breast cancer is a feminized 
disease (Hesse-Biber & An, 2017; Skop et  al., 2018). 
Whatever the reason(s), this lack of education ultimately 
leads to difficult care for men.

One example of this lack of education’s impact on 
men’s health is the discrepancy between existing national 
guidelines and men’s adherence to guidelines. National 
comprehensive cancer network (NCCN) suggests men 
who test positive for a pathogenic variant in the BRCA1/2 
gene should perform breast self-exams and undergo clini-
cal breast exams beginning at 35 years, and men who test 
positive for a pathogenic variant in BRCA2 should also 
undergo prostate cancer screening starting at 45 years; but 
there are no clear guidelines for pancreatic or melanoma 
cancer. Nonetheless, men neither tend to adhere to rec-
ommended guidelines (Rauscher & Dean, 2017), nor do 
they understand the connection between genetic informa-
tion and their personal health behaviors (Miesfeldt et al., 
2000). As such, more educational materials for men and 
families affected by hereditary cancer are needed to help 
men understand their risks and motivate proactive deci-
sion-making (Harris et al., 2009; Suttman et al., 2018).

Thus, the purpose of this study was to identify practi-
cal advice for men managing their BRCA-related cancer 
risks based on at-risk men’s real-life experiences. Given 
the lack of education about genetic testing and hereditary 
cancer geared toward men, we argue at-risk men are cur-
rently the best resources as “key stakeholders” in their 
own care to develop clinical resources to bridge this gap. 
As key stakeholders, these men know what it is like to be 
at risk for BRCA-related cancers and thus may offer help-
ful advice for managing hereditary cancer risks. Moreover, 
viewing men who are BRCA1/2 carriers as key stakehold-
ers by focusing on their lived experiences may assist in 
designing clinical and public health initiatives aimed at 
helping these men manage their BRCA-related cancer 
risks. Thus, we asked the following question: What 
advice do at-risk men offer for managing BRCA-related 
cancer risks?

Methods

Recruitment and Participants

Upon receiving institutional review board (IRB) approval 
from Redacted for Texas A&M University (IRB2016-
0339D), we employed purposive sampling (Merriam, 
2014) and snowball sampling strategies to recruit partici-
pants (Creswell, 2007; Lindlof & Taylor, 2011). First, we 
posted a link to an IRB-approved flyer on FORCE2 
Facebook and Twitter. Additionally, we shared the flyer on 
a BRCA-focused Facebook group targeting men at risk for 
and diagnosed with hereditary cancers. Yet, due to low 
numbers, we then contacted women who had previously 
participated in the first and third author’s research studies 
and had consented to be contacted again; specifically, we 
asked them to share the study’s flyer and information with 
their at-risk male family members. Eligible participants 
were male, 18 years or older, and had either tested positive 
for a variant in a BRCA1/2 gene or had a first-degree family 
member (such as a father, mother, sibling, or child), which 
put the potential participant at a 50% chance for testing 
positive for a pathogenic variant in the BRCA1/2 gene. See 
Table 1 for participants’ demographics. The majority of par-
ticipants were identified as non-Hispanic/White, were 
highly educated, married, and earned over $75,000 per 
year. Despite the lack of diversity in this sample, the sample 
is homogeneous and thus fairly representative.

Procedures and Data Collection

Twenty-five phone interviews were conducted with men. 
The interview guide included the following categories 
of questions: (a) demographics, (b) genetic testing, (c) 
risk management, (d) uncertainty and information man-
agement, (e) communication, and (f) practical advice. 
Some practical advice questions included “How might 
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healthcare providers better assist BRCA+ men?”; “What 
advice would you have for men also at risk for BRCA-
related cancers?”; and “What resources might help you 
(and other men) be more open about your hereditary can-
cer risk?” Additional probing questions were asked to 
further investigate participants experiences managing 
their BRCA-related cancer risks. Interviews with partici-
pants lasted between 23 and 71 min (average of 42.6 
min). Upon completing the interview, a $75 Amazon gift 
card was sent to the participant via email to express grati-
tude for sharing time and experiences.

Data Analysis and Verification

Interviews were recorded and conducted until theoretical 
or thematic saturation was met; in other words, until no 
new information was discussed by participants in response 
to the interview questions (Glaser & Strauss, 1967; 
Morgan et al., 2002; Tracy, 2013). Interviews were then 
sent to a professional transcription company for verbatim 
transcription. A “selective approach” (Bylund et al., 2012; 
van Manen, 1990) to data analysis was utilized, meaning 
we focused specifically on the last category of the inter-
view guide—practical advice for men at risk for managing 
BRCA-related cancer risks.

After interviews were transcribed, all of with authors 
read all the transcripts to immerse ourselves in the men’s 
experiences. Next, the primary author selected partici-
pants’ responses that related to practical advice and sug-
gestions and combined all these relevant quotes into one 
document for analysis. After compiling this data, the pri-
mary author employed the constant comparison method, 
which involves three main steps (Charmaz, 2014; Tracy, 
2013). First, she utilized “open coding” whereby she 
summarized and sorted the data into codes (Strauss, 
1987). Second, the primary author engaged in “axial cod-
ing” by grouping related codes, repetitious codes, and 
significant codes together based on participants’ experi-
ences (Corbin & Strauss, 2007). Third, she refined and 
collapsed the second-level codes by identifying proper-
ties or subthemes. A final document with the emergent 
themes and subthemes was then sent to the second and 
third author, and both authors separately confirmed the 
data matched the themes.

Finally, to ensure credibility and consistency (Lindlof 
& Taylor, 2011), the primary and third author engaged in 
memo writing during the interviews, and all authors 
wrote notes during data analysis to assist in identifying 
common ideas and themes across the interviews. Last, 
was employed thick description—detailed descriptions of 
individuals’ experiences and accounts (Geertz, 1973; 
Tracy & Hinrichs, 2017)—when reporting the themes to 
provide readers the ability to determine if these results 
may be transferable to other settings (Creswell, 2007).

Results

This research was a part of larger research project, which 
found men at risk for BRCA-related cancers were largely 
uninformed about their hereditary cancer risks (Rauscher 
& Dean, 2017; Rauscher et al., 2018). Yet, an extended 
analysis found that these men still had opinions regarding 
practical advice for handling their own lack of education 
(and suggestions for future men in similar situations) that 
were informed by conversations with their family, friends, 
and healthcare providers. Therefore, the purpose of this 
manuscript is to report the three pieces of advice from 
men for other men to manage their BRCA-related cancer 
risks: (a) know the basics, (b) engage in the family narra-
tive, and (c) advocate for yourself. In what follows, we 
discuss each of these themes and their associated proper-
ties by providing exemplar quotes from participants.

Know the Basics

The first theme was knowing the basics. This theme 
encompassed two properties: (a) learning about men’s 
specific BRCA cancer risks and (b) proactive decision-
making. To begin, participants recommended men be 
informed about specific BRCA-related cancer risks 

Table 1.  Participants’ Demographics (N = 25).

Participants’ characteristics Number

Mean age 49.84 years  
(range: 20–73)

Ethnicity
  Non-Hispanic/White 25
Annual household income
  <$25,000 1
  $50,000–$75,000 1
  $75,000–$100,000 6
  >$100,000 16
  Prefer not to answer 1
Education level
  Some college 2
  Bachelor’s degree 8
  Master’s degree or higher 15
Relationship status
  Married 18
  Partnered 1
  Divorced or widowed 3
  Single 3
Genetic testing status
  Tested 17
  Not tested 8
Type of BRCA variant tested or at risk for
  BRCA1 10
  BRCA2 14
  Unknown 1
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affecting men. For example, Ryan (age 73 years, BRCA2) 
stated men need “to be informed, and not be flippant that 
this isn’t a problem for you.” He explained further, saying 
men need to be careful about believing in a “false positive 
sense of security because [at-risk men] haven’t delved 
deeply enough” into understanding their risks.

Another part of being informed involved learning 
about men’s BRCA-related cancer risks. For instance, 
Michael (age 65 years, BRCA1) explained he was not 
aware that men could get breast cancer until one of his 
male friends was diagnosed with breast cancer and had to 
receive chemotherapy treatment. As such, he empha-
sized, “The number one [thing] is to make sure men know 
that men do get breast cancer.” He problematized that this 
ignorance is likely due to the fact that “nobody really 
talks about it unless you’re in that situation.” Yet, partici-
pants also talked about how men need to know that men 
are not just at risk for breast cancer. Randy (35 years, 
BRCA1) said, “Understanding also that for men [a patho-
genic variant in BRCA] doesn’t necessarily mean a breast 
cancer risk, but it can lead to other types of cancer risks.” 
Being informed is essential as it enables men to make 
proactive decisions based on their genetic risks, which we 
discuss next.

In addition to knowing men’s BRCA cancer risks, these 
participants also encouraged making proactive decisions 
about screening, checkups, and physical exams. Michael 
(age 65 years, BRCA1) stressed getting “checked for all 
the different things that BRCA can make you at a higher 
level.” For some men, that involved attending physical 
exams and yearly checkups. For example, Gabe (age 26 
years, BRCA in family) suggested, “Make sure that [men] 
give themselves physical exams. Make sure that they get 
their yearly checkups.” He continued discussing the 
importance for men to “be diligent about their own bodies, 
and make sure their doctor visits start earlier in life than 
they probably would have planned.” Scott (age 61 years, 
BRCA2) supported this idea further when he said, “It’s 
probably a good idea to do some screenings to keep track 
of what’s going on so we’re abreast of it. No pun intended.” 
Tony (age 43 years, BRCA1) connected knowing men’s 
risks to screening. He stated, “I want [a] print out, a receipt 
that says, you know, ‘At age 40, go and do this. At age 42, 
go and do this.’” Jeff (age 46 years, BRCA1 in family) 
agreed that having clear guidelines for men would be 
helpful in making screening decisions. He shared,

I would be interested to learn more about what is out there in 
terms of men’s preventive measures or what men should do. 
[Like] if you test positive for it, here’s the things you should 
be considering and the things you should be doing, moving 
forward with it, for the future.

To assist in knowing and following appropriate guide-
lines, some men suggested finding and participating in a 

surveillance program to stay on top of cancer risks. David 
(age 58 years, BRCA2) recommended, “Figure out what 
your best surveillance program is going to be.” In short, 
one piece of advice men can use to manage their BRCA-
related cancer risks is being informed about men’s spe-
cific BRCA cancer risks and then engaging in proactive 
decision-making to detect possible cancer. While know-
ing the basics may seem intuitive, participants in this 
study still emphasized the need for men to be informed 
about BRCA-related cancer risks as well as medical man-
agement of those risks.

Engage in the Family Narrative

The second theme stressed men’s involvement in the 
larger family narrative about hereditary cancer risks. A 
family narrative is the collection of family stories com-
municating the family’s history, identity, and shared val-
ues, which is often how family health history (FHH) and 
risk information is shared in families with hereditary can-
cer risks (Campbell-Salome & Rauscher, 2020; Trees 
et al., 2010). This theme included two properties: (a) part-
nering with female family gatekeepers and (b) sharing the 
family’s cancer narrative. First, the men in this study 
emphasized the important role that female family mem-
bers play in men’s management of BRCA cancer risks. 
Men advocated partnering with female family gatekeep-
ers (e.g., mothers, sisters, cousins, nieces) to assist men in 
sharing and understanding BRCA-related information. 
For instance, Randy (age 35 years, BRCA1) explained his 
partnership with a female cousin to prepare a narrative 
that would assist his daughters in understanding the 
obstacles they would face if they test positive for a patho-
genic variant in the BRCA1 gene. He recounted:

But as they see my cousin, as she goes through surgeries and 
those types of things, I think [my wife and I] will be more 
cognizant and aware to talk to them about [their risks] a bit 
more and explain why [my cousin] is [having preventive 
surgeries].

Additionally, men also stressed the importance of learn-
ing the narrative surrounding the family’s diagnostic 
journey—commonly initiated by female family mem-
bers. For instance, Scott (age 61 years, BRCA2) explained 
that his niece was the one who initially discovered the 
pathogenic variant BRCA2 gene in their family, which led 
to Scott and other family members undergoing genetic 
testing. He explained:

She [was] into genealogy and. .  .when she got herself tested, 
that’s when she found out that she was positive for the 
BRCA2 gene mutation, and she actually did go further, and 
they ran all kinds of tests, and she did have breast cancer. 
She had decided to get the double mastectomy. So, then, her 



Dean et al.	 5

dad got tested, [and] he was positive. I got tested, and my 
sister got tested.

Female family members crafted narratives, which helped 
these men become more familiar with the family’s shared 
risks and, at times, spotlighted men’s risks, and these men 
acknowledged the importance of those conversations. In 
other words, without female family members, many men 
would not have resources for larger family conversations 
about hereditary cancer risks, nor would they be as likely 
to understand their own risks.

Becoming involved with the family narrative meant 
not just learning about the FHH of cancer and men’s risks 
but also using the narrative to continue the conversation 
with others. While female family members were more 
active in creating the family narrative of hereditary can-
cer, men often suggested sharing these familial narratives 
as important to disseminating risk information to rela-
tives. For example, Patrick (age 39 years, BRCA2) said:

With family, I would definitely be very upfront and very 
open, so that others would get tested, especially siblings 
[and] obviously, offspring [in order] to say, “Hey, look, this 
is something that I carry. You may have it, too. Here are all 
the risks that are associated.” That’s definitely the route that 
I would go.

Other men like Ryan (age 73 years, BRCA2) suggested it 
was important to share risk information contained in the 
narrative with the whole family. He recommended, 
“Reach out to the broader family and make sure that there 
is genetic mapping, and communicate with your cousins, 
uncles, aunts on the lineage that is exposed and urge those 
who are at greatest risk to get tested.” Participants further 
noted sharing the family narrative not only builds a clear 
understanding of the family’s cancer history but also 
encourages a common mindset and shared understanding 
for managing hereditary cancer as Ryan (age 73 years, 
BRCA2) later explicated, “With good information, it is all 
manageable, and as a family, as a team, you’re going to 
get through it.” In sum, men promoted engaging in the 
family narrative through partnerships with female family 
gatekeepers and encouraging proactive communication 
with other at-risk family members through sharing that 
narrative.

Advocate for Yourself

A final theme for managing BRCA-related cancer risks 
was engaging in personal advocacy, which included 
advocating for oneself and to practitioners. Advocating 
for oneself included proactively asking practitioners for 
information as well as sharing BRCA risk information 
with practitioners. For example, Shawn (age 69 years, 

BRCA1) suggested men need to write down relevant can-
cer information on their medical forms, and then when 
the practitioner asks, “What is your medical history?” 
men need to respond honestly “to give the doctor some 
idea of [their] potential [risk].” Likewise, Cody (age 46 
years, BRCA in family) stressed the importance of “ask-
ing questions about family history and cancer to [practi-
tioners]” in order to ensure effective care.

In addition to probing practitioners to discuss BRCA 
cancer risks, some participants brought up the need to 
educate practitioners. Later in the interview, Shawn (age 
69 years, BRCA1) said, “educating the medical profes-
sion” whenever possible is also important because it 
enhances the likelihood that in future clinical interactions 
the practitioner will “bring this up whenever they’re in 
front of a male patient.” In other words, men believed per-
sonal advocacy would enhance the likelihood that more 
practitioners would be knowledgeable about men’s 
BRCA-related cancer risks as well as perform individual-
ized health care. In short, men emphasized the importance 
of applying their knowledge about BRCA and understand-
ing of their family’s history of cancer by advocating for 
oneself with their healthcare providers.

Discussion

By utilizing men’s real-life experiences, this study offers 
practical advice for men managing their BRCA-related 
cancer risks in order to enhance their overall knowledge 
and adapt their behavior to better manage their hereditary 
cancer risks. Participants in this study advised men to be 
knowledgeable about BRCA and medical management 
options, engage in the family narrative, and employ per-
sonal advocacy. We conclude by discussing the findings 
and articulating important implications.

The first piece of advice—know the basics—demonstrates 
the limited amount of BRCA cancer risk information 
for men. While a few websites have some information for 
men (e.g., see www.facingourrisk.org, www.breastcancer 
.org, and brcablue.com), the information is limited. Men 
need tailored information and advice regarding their spe-
cific BRCA cancer risks and medical management. For 
instance, content could encompass brief points about 
genetic risks, genetic counseling, and genetic testing as 
well as questions to help facilitate conversations between 
men and practitioners, family members, and partners (see 
Table 2). However, as the findings illustrate, the problem 
is not simply a lack of BRCA information for men, but 
that the information needs to be tailored to men. Recent 
research indicates men like bulleted lists and numbers, 
whereas women prefer information presented in narrative 
format (Dean et al., 2017; Rauscher et al., 2018). As such, 
social media educational efforts can target men with 

www.facingourrisk.org
www.breastcancer.org
www.breastcancer.org
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BRCA-related cancer risks to provide tailored informa-
tion. As an example, we created a tailored infographic to 
educate men on their BRCA-related cancer risks and 
medical management options (see Appendix A).

The second piece of advice was to engage in the fam-
ily narrative of hereditary cancer. Family narratives play 
a significant role in family communication about heredi-
tary disease, and patients use narratives in clinical consul-
tations to share FHH (Campbell-Salome & Rauscher, 
2020; Trees et al., 2010). Men in this study stressed the 
importance of increasing their own role in the family nar-
ratives. Further, when female gatekeepers made men the 
subject of the narrative, it motivated men to more actively 

think about their risks, despite lacking educational 
resources (Rauscher et al., 2018). As female gatekeepers 
are motivated and persuasive agents of FHH communica-
tion, genetic counselors can help women intentionally 
craft the family narrative to include at-risk men. While 
genetic counselors currently provide patients with letter 
templates to disclose genetic test results, at-risk families 
could benefit from tools in creating the family narrative 
(Campbell-Salome & Rauscher, 2020). Through such 
counseling, practitioners can advise female family mem-
bers to make at-risk men the subject of the narrative at 
times to help men better recognize their risks. Receiving 
this genetic risk information from a trusted family 

Table 2.  BRCA Cancer Risk Information for Men.

Know the Basics

•• Know your cancer risks for 
breast, prostate, pancreatic, 
melanoma

•• Don’t minimize risks because you 
are a man

•• Talk to a genetic counselor: Ask 
about recommended screening 
and at what age

•• Identify health and life insurance 
plans before testing

Questions for genetic counselors:
1. �I have breast cancer in my family. Should I 

get tested?
2. �I’ve tested positive for BRCA. What types 

of screening?
3. �Are there any other risks I should be  

aware of?
4. When should I get life insurance?

Questions for insurance:
1. �Does my plan cover genetic testing 

and genetic counseling?
2. �What screening is covered under 

health insurance?

Engage in the Family Narrative

•• Collect family history information 
from as many family members 
as possible but especially target 
parents, siblings, and children

•• Talk to spouse/partner about 
your own risks, your own 
fears and concerns, their fears 
and concerns, family planning 
decisions including ART options

•• Create a family narrative to 
help inform and support future 
generations in their health 
management and decision-making

Questions to create family health history 
(FHH):

1. �Who in the family was diagnosed with 
cancer?

2. �What cancers were they diagnosed with?
3. At what age were they diagnosed?
4. �Has anyone tested positive for BRCA?
In one sentence, write your family’s motto for 

coping with the familial history of cancer. 
What has your family learned from watching 
other family members make decisions/
handle their hereditary cancer risk? Make 
sure to include all family members who 
want to be included in this conversation

Questions for partner regarding FHH:
1. �How do you think this diagnosis 

impacts our family?
2. �How do you feel about our family 

planning (if not finished with 
family)?

3. �How do you feel about ART 
options such as PGT?

4. �When should we talk to our kids 
about the mutation and how should 
we disclose to them about our 
family’s risk?

Advocate for Yourself

•• Disclose your FHH to your 
doctors

•• Ask your doctors about genetic 
counseling, genetic testing, and 
recommended guidelines

•• Be a resource for men in the 
hereditary cancer community

Statements/questions for doctors:
1. �My family has a history of hereditary 

cancer. I’d like to explore genetic 
counseling and testing options. Can you 
please refer me to a genetic counselor?

2. �I tested positive for BRCA. What are the 
recommended screening guidelines for 
men? Can we set up a plan for managing 
my risk?

3. �I’d like to help other men who are at risk. 
Please contact me if any of your patients 
want to talk to someone about the risks

Resources to share in hereditary 
cancer community:

Facing Our Risk of Cancer 
Empowered

www.facingourrisk.org
Basser Center for BRCA
www.pennmedicineorg/cancer
“BRCA Brotherhood”
Facebook Group

ART = assisted reproductive technologies; PGT = preimplantation genetic testing.

www.facingourrisk.org
www.pennmedicineorg/cancer
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member might enhance the likelihood that the men 
engage in information seeking about BRCA-related can-
cer risks, genetic counseling, and testing, and ultimately 
employ proactive decision-making (Rauscher et  al., 
2019).

Furthermore, as men stressed the importance of know-
ing and using the family medical history in clinical 
encounters, health systems need to facilitate FHH collec-
tion. Health organizations need to better incorporate FHH 
into patients’ electronic health records (EHRs). Extant 
research shows that even when patients bring in and dis-
cuss their FHH information, it is not well documented in 
their chart, and thus practitioners often miss it, skip it, and 
even fail to act upon the provided information (Christianson 
et al., 2012; Williams et al., 2011). Health systems need to 
develop EHRs that clearly incorporate FHH information 
as well as assist practitioners in taking this information 
and updating it over time as more family members may be 
diagnosed (Christianson et al., 2012). Collecting and act-
ing on FHH information can reduce patient risk and better 
tailor care preventing hereditary cancers (Parrot & Hong, 
2014). While men can consciously provide FHH and bring 
the information up in medical appointments, healthcare 
organizations should prioritize this information by having 
organizational procedures for collecting, reading, and uti-
lizing the information.

The last piece of advice calls for men to be empow-
ered patients in their own health care and leaders in their 
families. This advice may be difficult to translate to prac-
tice as past research shows men are less involved in 
actively collecting FHH information (Campbell-Salome 
et al., 2019) and require additional guidance on commu-
nicating genetic risk information (Gaff et al., 2005). One 
way to address these barriers is to better train general 
practitioners (GPs) regarding men’s BRCA-related risks. 
Focusing specifically on GPs is an advantageous target 
audience as many men only see GPs regularly, particu-
larly younger men. Also, given the increase in genetic 
testing for prevention and treatment of diseases (Aronson 
& Rehm, 2015; Ashley, 2016; Collins & Varmus, 2015; 
Mata et al., 2017), medical schools could include a train-
ing program discussing genetic counseling and testing in 
order to arm medical students with at least basic informa-
tion about genetic risk and the personal and familial 
implications associated with knowing genetic risk infor-
mation. In addition to educating practitioners, educating 
men in patient advocacy (Dean, 2019; Dean et al., 2019) 
may assist in better equipping them to serve as advocates 
for their own health. Such education could be in the form 
of a social media health campaign or an online webinar. 
Ultimately, targeting multiple stakeholders in the knowl-
edge about and prevention and care for hereditary cancer 
risks among men may be the turning point to fill the gen-
der disparity in research, prevention, and care for men at 
risk for BRCA-related cancers.

Furthermore, participants’ responses advising other at-
risk men to become informed, engage in the family narra-
tive with female family members, and advocate for 
themselves by also educating their providers on men’s risks 
point to how gender and masculinity constructs complicate 
the care and decision-making of men with BRCA-related 
cancer risks (Hesse-Biber & An, 2017; Moynihan et  al., 
2017; Skop et al., 2018). Much research on men’s health 
communication and management finds that due to hege-
monic societal norms for “male characteristics,” men com-
municate less about their health (Ginossar, 2008; Koehly 
et al., 2009), are slower to seek health-care services (Galdas 
et  al., 2005), and are less open and active in managing 
health (Galdas et  al., 2005; Rauscher & Dean, 2017). 
Results from this study counter the masculine beliefs that 
men are not interested in or open about health issues, as 
participants themselves are interested in managing BRCA 
risks and try to encourage other men to empower them-
selves through information seeking and proactive medical 
decision-making, similar to women with BRCA-related 
cancer risks (Dean, 2019; Moynihan et al., 2017). Indeed, 
men in this study specifically cautioned other at-risk men 
against stoically brushing off their cancer risks due to the 
gendered embodiment of BRCA risks (Skop et al., 2018). 
However, results also demonstrate how men with BRCA-
related cancer risks used gendered family roles to partner 
with at-risk female family members to manage information 
about FHH and risk (Jones et al., 2004). Further, in partner-
ing with female family members, men are taking on more 
“feminine” roles in the family communication of HBOC 
while also challenging providers’ gendered expectations 
and responses (Courtenay, 2000; Moynihan, 1998). In 
short, this research highlights important (in)consistencies in 
the role masculinity plays in how men with BRCA-related 
cancer risks manage and communicate about health.

While this work has many benefits, it is not without 
limitations. First, this advice is specific to men facing 
BRCA cancer risks and thus advice would likely be dif-
ferent for men who face statistically higher risk of devel-
oping cancers such as Lynch syndrome. Thus, more 
research is needed to investigate the ways to better reach 
men with a variety of hereditary disease risks. Second, 
although generalization is not the focus of qualitative 
research (Lindlof & Taylor, 2011), this study’s sample 
size is not diverse and does not allow for transferability 
and thus may not be representative of all men at risk for 
BRCA-related cancers. At the same time, given the 
homogeneity of this sample, these results are fairly repre-
sentative. However, we are also conscious of the fact that 
these participants were recruited via social media and 
through their female family members and therefore may 
be more motivated to participate, in comparison to the 
broader population. In short, given the paucity of infor-
mation for men, this study serves as a first step in provid-
ing advice for men at risk for BRCA-related cancers.
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Conclusions

Finally, the results of this research suggest opportunities 
for interventions in order to improve education about 
BRCA-related cancer risks and encourage health behav-
iors. We recommend future research should develop 
interventions focused on facilitating involvement of mul-
tiple family members (i.e., the patient as well as the at-
risk and not-at-risk family members) in proactive 
health-care decision-making. Concentrating on several 
different family members could assist families in better 
engaging in more effective communication about heredi-
tary cancer and ultimately impact health behaviors such 
as participating in genetic counseling sessions, undergo-
ing genetic testing, and attending cancer screening 
appointments. Overall, we hope the practical advice 
offered in this manuscript helps men, their families, and 
practitioners in managing BRCA-related cancer risks.
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Notes

1.	 While published cancer risks suggest that the pancreatic 
cancer risk is increased in individuals with a BRCA2 vari-
ant, and it remains unclear what risks individuals with 
BRCA1 have for developing pancreatic cancer, the National 
Comprehensive Cancer Network (NCCN) guidelines 

suggest that individuals with either BRCA1 or BRCA2 vari-
ants consider pancreatic cancer screening, especially in the 
context of a family history (for more information, see NCCN 
Guidelines Genetic/Familial High-Risk Assessment: Breast, 
Ovarian, and Pancreatic).

2.	 Facing Our Risk of Cancer Empowered (FORCE) is a 
nonprofit organization dedicated to ensuring no one expe-
riences hereditary cancer alone.
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