Cancer Health

Breaking the Binary

Building transvisibility in cancer genetic counseling

This article was written by Donna Vatnick, BS, clinical research coordinator in Dana-Farber Cancer
Institute’s Center for Cancer Genetics and Prevention.

Historically, cancer risk has been confined to the binary: male versus female.

After the discovery of BRCAL and BRCA2 in the mid-90s, testing of these genes was most often
recommended to women. The substantially increased risk for breast and ovarian cancers that
these gene mutations cause necessitated this testing.

Learning about the presence or absence of a mutation can inform early screening, treatment,
preventative surgeries, and communication with family members. It’s a life-changing experience
for some.

But what if you identify as transgender? What if you are a man with ovaries? What if you are a
woman with a prostate?

At the time of the BRCA1 and BRCA2 discoveries, it was assumed that increased cancer risk in
these organs solely affected women. Organs and gender were thought to go hand-in-hand. There
was little framework for understanding gender diversity.

In the U.S., approximately 1.4 million people identify as transgender, meaning that their gender
identity differs from the sex that was assigned them at birth.

The transgender population is statistically invisible and not well studied, despite concerns about
the potential effects of gender-affirming hormone therapy. Patients who are transgender may also
not be offered genetic testing based on their gender and their perceived risk of cancer.

As understanding and awareness of the gender spectrum expands, the medical community is
taking steps to improve inclusivity. Just last year, Dana-Farber implemented a systematic way to
capture preferred pronouns, sex assigned at birth, and gender identity in patient medical records.

Understanding gaps in care



Diane Koeller, MS, MPH, a genetic counselor at Dana-Farber, researches the gaps in care when it
comes to addressing cancer risk in transgender populations. A recent paper by researchers in the
Division of Cancer Genetics and Prevention at Dana-Farber describes three unique case studies
that illuminate the range of experiences and challenges both the care team and the patients face
during genetic counseling sessions.

All three trans individuals had at least a 50% chance of carrying the BRCA gene mutation and
opted to undergo genetic testing. These cases include a 20-year-old transgender female initiating
hormones for her transition, a 19-year-old transgender male considering surgical decisions, and a
24-year-old transgender male who had previously undergone gender-affirming mastectomy (top
surgery) and is on hormones as part of his transition.

Case studies, largely conducted through interviews, are an important way to start investigating
the transgender population from the place of individual stories. This gives the field an opportunity
to build deeper understanding and further explore the needs of the transgender population.

Upon meeting her first transgender patient in 2017, Koeller quickly realized how few resources
were available to counsel the patient. Literature searches for information about how to counsel a
trans person on BRCA-associated risk came up with “not a single citation,” she noted.

Koeller recounts some of the serious uncertainties that arose during her first trans-counseling
sessions: “Would the hormones they are on increase cancer risk? Was that something that was
ever studied? If the patient had a BRCA mutation, could that potentially limit their access to
hormones or change how hormone treatment was thought about for them? Would it change
surgical decisions?”

More research, better care

Koeller stresses the importance of further research in the transgender populations, especially
when it comes to cancer predispositions and treatments.

“It’s very relevant in cancer predisposition syndromes because of hormones and surgeries [that
trans people sometimes use or get],” she says. “We just don’t have the data to really know how
this could be impacting cancer risks and how a gene mutation like BRCA could alter those risks.”

Often, the transgender patient ends up educating the provider on their own medical needs.
Several studies, in 2011 and 2016, have shown that 33-50% of transgender and nonbinary
individuals reported having to educate their medical providers about transgender health, and
“that’s not how it should be,” Koeller underscores.

The publication of Dana-Farber’s case study paper spurred a whirlwind of education and research.
In the past year, these case studies have been cited by researchers all over the country. Koeller
and the Dana-Farber genetic team have presented about trans-counseling, advocating for
systematic change and awareness.
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Gender affirmation
Koeller has shifted the terminology she uses in genetic counseling sessions to more accurately
reflect organ-specific cancer risk rather than gender or sex-specific discussions.

“It’'s more like you have breasts, you have a risk for breast cancer; if you have a prostate, you
have a risk for prostate cancer,” she explains.

Gender affirmation is the priority in discussions with transgender patients. As part of collecting
family history information, Koeller has made a point to ask patients about gender diversity in the
family.

“The more we normalize things like asking about gender, pronouns, and sex, the better,” notes
Koeller.

As transvisibility increases, we have the responsibility to break out of our binary thinking and
address the needs of all patients and their families.

This article was originally published on March 3, 2020, by Dana-Farber Cancer Institute. It is
republished with permission.
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