
To tell or not to tell? That is a frequent topic of conversation among people with
autism or Asperger Syndrome. How and when do I disclose? To everyone, or just a
select group of people? What do I need to say, and is it really necessary? While
opinions on the subject are diverse, weighing the pros and cons of disclosure can
help an individual with an Autism Spectrum Disorder arrive at a decision
appropriate to the situation and his/her own personal beliefs.

W hat Discl osure Is
D is closure  is  much more  than just s tating to a nothe r pe rson “ I ha ve autis m”  or “ I have 
A sperger Syndrome”  a nd hoping the y w ill a utoma tica lly ma ke  a n a djustme nt in the
relationship with the  pers on disc los ing.  Disclosure involves sharing with another
person information that is potentially discrediting or stigmatizing to one’s reputation
w ith the  goal of better mutual unde rstanding.  In order to e ffe ct this  goal, it’s  not
e nough to jus t s ta te  the fac ts  about a utism/A S. For true  unde rs ta nding to de ve lop, the 
dis cus sion must also include  pe rs ona l informa tion a bout how it applies  to the pe rson
on the  a utism s pec trum, the strengths it brings, its cha llenges , a nd how it affe c ts  da ily
living.

W ho t o Disclose to
In Pre te nding to Be  N or m al: Liv ing w ith Asper ger ’s  Sy ndr om e (Willey, 1999), author
Lia ne Holiday Willey describes three groups of people to whom disclosure  can be ma de.
The  firs t group consists of people who need to know.  Thes e are  people with whom the
person has re gular dire ct contact in s uch a  way that interactions with them are affected
by autis m. Another author, R obert Stua rt, w rote about hims elf w hen he still lived a t
home, “[w]he n it comes  to family members, of course the parents should know a long
with siblings  to offer support and understa nding (Stuart, 2000, p. 7). Stuart was
dia gnose d with Asperger Syndrome at the age  of 33, at the urging of his w ife w ho
lovingly encourage d him to have his “differences " (p. 7) looked into. Others w ho ne ed
to know might include a  supe rvisor, coworke rs, a nd trusted clos e friends.

How ever, disc losure may be inappropria te if the information is irrelevant or w ill have
a negative impact on the relationship. Some times  that nega tive impac t cannot be
pre dicte d and a chance has to be taken. Gerald N ewport, an adult with Asperger
Syndrome  and staunch advocate for his peers  had a negative  expe rienc e res ulting not so
muc h from outright disc losure on the job, but from a supervisor’s knowledge of Jerry’s
pos ition on the autism spectrum. Knowing that his supervis or ha d a c hild with autis m,
Jerry fe lt se cure in working for this supervisor even with this  prior knowledge. Je rry’s 
hope was  that they could build a bette r mutual unders tanding be tween them. As he
writes in his  book, Your life is not a labe l, (2001) in an ironic tone, the supervisor s ure
kne w all about autism… and a ll the “limitations”  that go a long with this condition. The
res ult w as that Je rry remained in a position way bene ath his ability for many years . Fed
up with a now  dead-end job, he le ft after 10 yea rs of employment for much more 
fulfilling work.
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Rea sons for having another person handle the
dis closure ma y be that the person with the disorder is
for some  reas on unable to do it—perhaps the  stre ss of
dis closing would c ause verba l abilitie s to be impaire d
or shut down.

Why Disclose?
Dis closure ca n have a two-pronged effe ct.  The first,
and more  obvious one as  desc ribed above, is  the
hoped-for pos itive  change in inte rpers onal
relationships . How ever, co-e xisting with this is  a
larger, yet more s ubtle  effe ct.

Eac h individual disclos ure w orks, one person at a
time, towards  changing the s till-common soc ietal
des cription of a person on the autism spectrum being
only the  nonverbal, antisocial, s elf-a busive child
fla pping his hands  in the corner. Effe ctive  disc losure
helps a partner, a  job supervisor, or a family member
better unders tand all that makes up autism. With this 
understa nding, the y come to see us as people capable
of contributing to society, sometimes in significant
ways.

The  second effect of disclos ure relate s to socie ty ha s
a w hole. Each disc losure about autism that results in
this dee per mutual unde rstanding changes not only the 
dis close e’s c onstruct of the  disorder but potentially
eve ryone  else  with whom the dis close e comes in
contact. In s ome s ituations, thes e people c an be come
ambassadors, passing along their new unders tanding
to others.

For the most part, disc losure is a one -to-one
personal event. However, dis closure via articles ,
autobiographies, a nd presentations rea ch a wider
audience  more  quic kly. Disclosure  defines for the
public a udience what autism is and how  to have better
mutual relationships with pe ople on the autism
spe ctrum. The hallmark of a successful disclosure is
a positive transformation in the relationship with
another person and subsequently, in society as a
whole.  More successful disclosures will enable the
public to construct positive ways of relating to
people with autism and Asperger Sundrome. This,
in turn, will aid in eliminating the stigma that still
surrounds people on the autism spectrum and with
other disabilities.

The Risks of Discl osure
All of us have has  grappled with having to tell
someone something about ours elves  that could
negative ly impact the s ituation or our reputation.
Balancing the  risk of damaging a relationship with
another person with the  hope  of reaching a greater
interpersonal unde rstanding is the dilemma that is pa rt
of every disc losure dec ision. On the one side is  the
nee d to revea l information that may da mage one’s 
ide ntity, job or partne rship. On the other side is the
fea r tha t letting someone else

The  second group c onsis ts of people with whom the re
is frequent c ontac t, including fa mily membe rs, friends,
cla ssmates, or tea chers , but not enough regularity that
the  autism might c reate  a problem betw een them. The
third group c onsis ts of people who do not need to
know about the dis order.  This might include the 
pos tman, neighbors , the  cashier a t the  corner store,
and acquainta nces.

Cre ating a ha rd and fas t rule for whom to disclose to
is practically impossible. It is more important that the
dec ision be based on the effect disclosure might have 
on the relationship with the  othe r person. Trying to
determine this effect a head of time ca n be particularly
cha llenging for someone  with autism. D iffic ulty in
dec oding data  from social interac tions  is one of the
lea ding traits of the disorder (Gra ndin, 1995).
Dis cussing potential disclos ures with “wise ”
(Goffman, 1963, p. 29) people  may help in
determining w hen, how, and to whom to disclose.

When to Discl ose
Aga in, it will depend on the  situation. Dis closure
about autism or As perge r Syndrome  is best w hen a 
cha racte ristic of the disorder will directly affect a 
relationship with another pe rson, job performanc e, or
aca demic  succ ess. If things are going along fine ,
dis closure might not be  nece ssary. How ever, if the
autism/A S has  an impact on your a bility to function in
a relationship or your job, it ma y be time to talk about
it. Hope fully, the  anxiety involved in reve aling this 
personal part of yourself will be outweighed by the
pos itive  mutual understanding tha t is the result of the
dis cussion.

What to Discl ose
How  much do w e reveal to another person about
being on the autis m spe ctrum?  For the  most part, I
pre fer to dis close  only the neces sary information on a
nee d-to-know basis .  For exa mple, suppose that being
in a room with floresce nt lighting makes it impossible
for me to work or interact w ith others  at a  work
mee ting.  I w ould then tell my supervisor that my eye s
are  intolerant of this type of lighting and could we
either use incande scent bulbs or move the meeting to
another room.  Going into a long expla nation about
autism a nd how vis ual s ensitivities are  a pa rt of being
on the a utism spec trum is just too muc h unneeded
information for my supe rvisor.

How  to Disclose
Dis closure is  usua lly best a ccomplishe d by the person
with the  disorder, as they a re most aw are of the ir ow n
iss ues. However, s ometimes it is appropriate for
another person who is knowle dgeable about the
situation to eithe r bre ak the groundwork for dis closure
or do the dis closing itself.

con’t page 43

The hallmark of a successful disclosure is a
positive transformation with another person and

subsequently, in society as a whole
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Horse-Sense – con’t from page 41

know this information w ill c ause real damage to the relationship or
a s tigma  applied to the  pers on. There’s never an easy answ er and
eac h situation mus t be approached individua lly.

Implications for the Future
The act of disclosure merits serious thought for the following
reasons.  First, it involves revealing to oneself a lack of
perfection, followed by revealing it others. Sufficient
psychological resources and self-esteem are needed to prevent a
sense of inadequacy in the emotional, moral or other domains
from creeping in. Once past the barrier of self-disclosure, the
challenge is to impart this potentially discrediting information to
others in a way that builds mutual understanding, trust, and
minimal damage to one’s reputation.

The study of how disclosure may be best accomplished for
those on the autism spectrum has just begun.  This article is
merely a seed from which can grow further work on how to
inform others of the needs of people on the autism spectrum,
develop a better mutual understanding, and deeper, richer, and
more meaningful relationships with others.
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