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Objective:  To gain an understanding of the l ived  

exper iences, care  trajector ies, and  unmet  needs  of  

trans  and  gender  diverse  people  navigat ing  care  

with  hereditary  cancer  r isk  

Methods:  Par t ic ipant-observat ion  and  interv iews 
(n=19),  analys is,  and  writ ing  for  publ icat ion  

ISCC-PEG  Mentorship: Danie l le  McKenna,  MS,  

CGC  and  Audrey  Squire,  MS,  CGC, with support  

f rom  ISCC-PEG  LGBTQI+  project  group, Lei la 
Jamal,  ScM,  PhD,  CGC,  and  Kel lan  Baker,  PhD  



Sex  

assigned  at  birth  based on assessment of  external 

genital ia,  chromosomes,  and/or  gonads  

Gender  

one’s  personal  awareness  of  being  a  man, woman, non-

binary  person, and/or another  gender  

Transgender 

describes a person whose gender identity differs from their  

sex assigned  at  birth  

National LGBTQIA+ Health Education Center (2020) 



Background 

• T r a n s g e n d e r  a n d  g e n d e r  d i v e r s e  ( T G D )  i n d i v i d u a l s  
a r e  a  s i g n i f i c a n t  p o p u l a t i o n ,  y e t  u n d e r r e p r e s e n t e d  i n  
g e n e t i c  c o u n s e l i n g  w o r k  &  L G B T Q +  h e a l t h  r e s e a r c h  

• T h i s  c r e a t e s  a  c y c l e  o f  e x c l u s i o n  f r o m  t h e  p r o d u c t i o n  
o f  m e d i c a l  k n o w l e d g e ,  i m p a c t i n g  c a r e  

• I n  c a n c e r  c a r e ,  T G D  f o l k s  r e c e i v e  r i s k  a s s e s s m e n t ,  
c o u n s e l i n g ,  a n d  c a r e  b a s e d  o n  r i s k  f i g u r e s  a n d  
s t a n d a r d s  d e v e l o p e d  f o r  c i s g e n d e r  i n d i v i d u a l s  

• T G D  e x p e r i e n c e s  n a v i g a t i n g  c a r e  a r e  l a r g e l y  
u n d o c u m e n t e d  i n  m e d i c a l  l i t e r a t u r e ,  w h i c h  p o s e s  
c h a l l e n g e s  t o  t h e  p r o v i s i o n  o f  i n c l u s i v e  c a r e  

• T o  b r i d g e  t h i s  g a p ,  w e  i n t e r v i e w e d  a  c o h o r t  o f  T G D  
i n d i v i d u a l s  l i v i n g  w i t h  h e r e d i t a r y  c a n c e r  r i s k  ( N = 1 9 )  



Participant Characteristics 

Gender Identity 
Sexual 

Orientation 
Age Genetic Dx Race/Ethnicity U.S. Region 

Nonbinary or 
Genderqueer (N=12) 

Queer (N=9) 
18-24 
(N=4) 

BRCA1 or 
BRCA2 (N=13) 

White (N=17) New England (N=4) 

Transgender Man or 
Transmasculine (N=7) 

Bisexual or 
Pansexual (N=7) 

25-39 
(N=10) 

TP53 (N=1) 
Black or African 

American 
(N=1) 

Mid-Atlantic (N=1) 

Ace or Asexual 
Spectrum (N=3) 

40-60 
(N=3) 

ATM (N=1) 
Latine or Latin 

American 
(N=1) 

Midwest or Mountain 
States (N=6) 

Over 60 
(N=2) 

MSH2 (N=2) Southeast (N=1) 

L2TR1 & 
HOXB13 (N=1) 

Pacific Coast (N=7) 



Themes 

Discrimination and Dysphoria in Hereditary Cancer Care 1 

Intertwining Journeys: Gender Identity and Genetic Diagnosis 2 

a. Gendered Crossroads and Horizons in Cancer Risk Management 

b. Challenging Barriers, Facing Uncertainty 

Aspirations for Hereditary Cancer Care 3 



Theme 1 | Discrimination and 

Dysphoria in Hereditary Cancer Care 

“ I 'm sure  you are go ing to hear th i s f r om bas i c a l l y eve ry 

t r ansmascu l i ne  person you t a l k  t o  i n  th i s  s tudy… ʻWomen ' s  Imag ing , ʼ  
ʻ Cen te r  f o r  Women ' s  Care , '  ʻWomen  wi th  Lynch  Synd rome. ʼ  L i ke ,  i t  

doesn ' t  end .  I t ' s  everywhere . ”  

- F rank ie  ( they/he) ,  nonb ina ry/ t ransmascu l i ne ,  MSH2  and  ATM  

“ I  th ink  the  worst  th ing  i s  the  wai t ing  rooms .  Espec ia l l y  i n  the  
Catho l i c  p laces ,  they  ca l l  you  by  your  f i r s t  name,  l ega l l y ,  and  i t ' s  a l l  
ve ry  f em in ine .  There ' s  j us t  mos t l y  what  appears  to  be  c i s  women  i n  

the  room.  And  as  I ' ve  been  d ress ing  more  and  more  [mascu l i ne ] ,  i t  
f ee l s  l i k e  I 'm  a  very  b ig  out l i e r  the re .  Be ing  i n  tha t  wa i t i ng  room. . .  

<laughs> they  on ly  have  p ink  gowns . ”  

- Ben  (he/h im) ,  t r ansgender  man,  BRCA2  



Theme 2 | Intertwining Journeys: 

Gender Identity and Genetic Diagnosis 

“In a weird way, the kinds of gender-related 
care that  I  would  have wanted  are tied up in  

the kinds of care Iʼm getting. I  donʼt  know if  

I would  have  ever  had  top  surgery̶probably  

not,  because  Iʼm  terrif ied  of  surgery̶but  i t  

would  have  been  on  my  l ist  in  an  ideal  world.”  

- Fern (they/he), nonbinary/trans, BRCA1  

Theme 2b 

Challenging 
Barriers, Facing 

Uncertainty 

Theme 2a 

Gendered 
Crossroads and 

Horizons in 
Cancer Risk 
Management 



Theme 3 | Aspirations for Hereditary 

Cancer Care 

“When I meet a new cl inician and they say ʻOh,  

your  intake  form  identif ies  you  as  nonbinary.  I  

just  want  to  let  you know  that  I  understand  

thatʼ …I feel l ike  my  identity  is  included  in  

the room, rather than just my biology.” 

- Jason  (they/them),  nonbinary,  BRCA2  



Recommendations 

• Communicate allyship 

• Be attentive to gendered 

language 

• Partner around difficult decisions 

• Validate patient preferences 

• Work to grasp the complex 
emotional significance of living 

with cancer risk as a “previvor” 



Practice 

Implications 



Building Trust 

• Listen  compassionately  

• Share pronouns and ask for theirs  

• Convey  al lyship  with a  pin /f lag  

• Ask  for  input  on  pedigree  

• Partner  around  dysphoria  

• Use gender-neutral  language  to  describe  

the  body  (and  fo l low  their  lead)  

In the context  of  anti-trans  legis lat ion,  where  

you work wi l l  shape how people show up  



Exploring Gender 

Identity in the Clinic 

• Ask  open-ended  questions  

• Follow the clientʼs lead on 

language,  especially  labels  

• Explore their vision for what  

gender aff irmation  or gender 
creativity looks like  

• That said,  understand that the  

clinic may not be a safe space  



Help Folks Connect 

with Community 

• LGBTQI+ specif ic affinity spaces: 

• FORCE  LGBTQI+ Support  Group 
(Zoom) | FORCE  website  

• LGBTQ+  Breasties  (Zoom) | 
www.breasties.org /vir tual-events  

• Transgender Cancer Network | 
Facebook Group 

• National LGBT Cancer Network  

https://www.facingourrisk.org/portal/lgbtq
http://www.breasties.org/virtual-events
https://www.facebook.com/groups/177551336181029/about/


Thank you! 

Mentors &  Collaborators  

Audrey  Squire,  MS,  CGC  

Daniel le  McKenna, MS, CGC  

ISCC-PEG  LGBTQI+ Project 
Group  

FORCE,  The  Breasties,  The  
Basser Center for  BRCA  

JHU/NIH Thesis Committee  

Dr. Leila  Jamal, ScM, PhD, CGC  

Dr. Ji l l  Owczarzak, PhD, MA  

Dr. Kellan  Baker, PhD, MPH  

Study Participants  💖 

Email: sarahroth@jhu.edu 

Twitter/X: @saraheroth 
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