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The elephant in the room

« Should I explain my FD to others?
« In what circumstances?
« What approaches are associated with better outcomes?
« With better mental health?




Facial difference

* FDs include disorders or injuries that
affect the appearance, structure, or
movement of the face

« Congenital v. acquired

« Cleft lip/palate, birthmarks v. burns, cancer
« Common v. rare

* Burns v. Moebius syndrome

« Concealable v. unconcealable
« Skin conditions v. craniofacial syndromes




The perspective of people with
Moebius

* Nearly all participants with Moebius felt preoccupied
with and uncertain about whether to explain their
condition to others (Bogart, 2015; Bogart et al., 2012)

 Participants feared that discussing Moebius syndrome

would lead to further stigma

« On the other hand, they felt that disclosing could help
advocate for those with Moebius and foster
understanding and intimacy




Study 1 method

« 16 adults with a variety of facial differences

* FDs: Moebius n=6, Apert syndrome, Bell’s palsy, burns,
cancer, cleft lip and palate, facial hemangioma,
Freeman Sheldon syndrome, Parry Romberg syndrome,
port wine stain, Hemifacial microsomia

Bogart, K. R., Bryson, B., Plackowski, E., & Sharratt, N. (2022). “The elephant in the room”: Disclosing facial differences. Stigma and Health. Advance
online publication.




(Non)Disclosure styles

»

Compelled
(non)disclosure

e Forced disclosure
e Forced nondisclosure

e Unauthorized
disclosure

e Avoidance

e Concealment

e False disclosure

e Nondisclosure

e Selective disclosure

P
Open
disclosure

¢ Indiscriminate
disclosure

e Broadcasting




N Forced disclosure

"I was getting gas filled up...You have to have your
window down to talk to the attendant...He had the tank
thingy in my car, I couldn't just drive off, I was totally
trapped while he told me his friend...was in a motorcycle

accident and looked just like me.” (Maria, 51, congenital
facial hemangioma)




N Forced nondisclosure

“I've been given lots of ‘advice’... on how to ‘fix" my face, like
‘wear more make-up’ and ‘have you considered surgery? (when I
have had many).” (Maria, 51, congenital facial
hemangioma)




e Unauthorized disclosure

"I heard her say to someone across the room, 'Oh, it's
true.’ ...they looked at my face... They heard about me
through other people through the grapevine... And so,

‘Oh my god, they know, everybody knows that now.””
(John, 66, Bell’s palsy)




* *I really didn't like how I looked. And so I ended up
going to community college in hopes that no one would
recognize me, cause it was like an hour away” (Roman,
22, facial cancer)




“"The pandemic for me, has been like a blessing in the
sense that because I have my mask on, people don't ask
me, what's that thing on my face? It's like lifting up an
anxiety that I have felt my entire life.” (Alex, 31, port

wine stain)




"My friends and I were at a... café... and the server came up to
us... and he asked, ‘Oh, my God, what happened to your face?”’
And so I said, 'It's from a fire that burned down the orphanage
that I grew up in." Everyone paused and I said, 'I'm just kidding.

It's a birthmark, but, why do you ask?’ I seek to make the

situation uncomfortable so people can feel how uncomfortable it
is for me.” (Alex, 31, port wine stain)




“It's a layer of myself that I open up to friends and
family who I really trust... You're making an investment
of trust with a friend or a loved one that is being paid in
kind by more trust from that person” (Stephen, 34,

Moebius syndrome)




& Indiscriminate disclosure

“I basically have a profile [on dating sites] like, ‘This is
me,” you know, ‘This is what you get.".. I don’t want to
be with someone who's freaked out by that anyway... I
don’t want to be with someone who is superficial”
(Katie, 43, Freeman Sheldon syndrome)




4 Broadcasting

“[God] made me this way as part of this mission, his
own little part in helping with craniofacial awareness...to
teach everyone about how diversity can be beautiful”
(Cecelia, 28, Apert syndrome)




Study 2

« 288 adults with FD
« 33 different FDs
« 18 countries (58% U.S.)

* Online survey

» Percentage of people disclosed to
» Disclosure styles and recommendations
« Mental health and job/relationship satisfaction scales

Bogart, K. R., Bryson, B., & Harcourt, D. (2023). Disclosing the obvious: Psychosocial implications of (not) explaining facial differences.
Body Image, 46, 91-102.




Overall disclosure

* Disclosed to 59% of the
people they knew




Disclosure to employer

* 59% used open disclosure

» Most did so once they
were working there for
a while




Disclosure to partner

* 90% used open disclosure

« Before or at beginning of
relationship
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Most common styles

»

Compelled
(non)disclosure

e Forced disclosure
e Forced nondisclosure

e Unauthorized
disclosure

e Avoidance

e Concealment

e False disclosure

e Nondisclosure

e Selective disclosure v/

P
Open
disclosure

e Indiscriminate v/
disclosure

e Broadcasting




Most recommended styles

" Py

Compelled Open
(non)disclosure disclosure

e Forced disclosure e Avoidance e Indiscriminate s

e Forced nondisclosure e Concealment disclosure

e Unauthorized e False disclosure * Broadcasting v
disclosure e Nondisclosure

e Selective disclosure\/




Real world outcomes

Y

Open disclosure

e Better mental health

e Less stigma

e Self esteem

e Job satisfaction

e Confidence in relationships




To explain or not to explain?

« Compelled disclosure is harmful and should be avoided
« Parents should involve child in disclosure decision

» Openly disclosing can be a way to take control of a situation to
preempt confusion or misunderstanding

« Social-level stigma reduction is needed




To explain or not to explain?

 Open disclosure is healthy
 Consider explaining to others who may play an important role in one's
life
« E.g. If invited to a job interview, consider disclosing before or at
beginning of interview
» Build disclosure confidence
* Prepare a few simple sentences
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