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The Social Needs of Women on the Autism Spectrum
By Marisela Huerta, PhD
Senior Advisor
Felicity House

C

urrent research on adults with
Autism Spectrum Disorder
(ASD) without intellectual disability suggests that outcomes
for adult women with ASD are especially
poor relative to those of men (Taylor, Henninger, & Mailick, 2015). These findings
stand in sharp contrast to recent findings
that women and men with primary ASD
are largely similar in symptom presentation (Van Wingjngarden-Cremers et al.,
2014) and that in some affected women,
the condition may be milder (Wilson et
al., 2016). What then explains these differences in outcomes? Are there particular
challenges for women on the autism spectrum that are currently being overlooked?
What are the necessary supports for their
success?
From the Perspective
of Women with ASD

As part of the development of Felicity
House, a new program for adult women
with ASD, focus groups with key stakeholders were conducted to identify the
specific needs of this population. Women
on the autism spectrum were invited to discuss their perceptions of the sex differenc-
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es in ASD, their experiences of being on
the spectrum, and their sense of the current
gaps in services. The resulting discussion
highlighted the current gaps in community-based adult programs.
The focus group participants immediately commented on how “different” and
“nice” it was to be in a room full of women
on the spectrum. Many shared that this was

a first for them. This then was the re-occurring theme of the meeting: that women
with ASD often feel “alone” and like a minority within a minority group. The women explained that their efforts to socialize
often lead to feeling “misunderstood”
and “lonely” because they frequently are
the only person with ASD or the only female with ASD in a given social scenario.
A number of the focus group participants
further noted that their social interaction
“style” has been consistently at odds with
those of their male peers, making their
minority status particularly problematic.
Additionally, as a result of being the token female in group activities designed for
adults with ASD, the women often receive
unwanted sexual attention.

quickly zeroed in on the lack of social activity as their chief need. Rather than describe the limited availability of clinical
services and employment opportunities for
adults, the women made a point to describe
all of the social opportunities they had as
students and contrast this with their experiences as adults. Participants identified social programming specific to women with
ASD as most needed, specifically a safe
space to pursue leisure interests and build
social experiences. Many of the women reflected on their own social and communication challenges, the difficulties involved
in interacting with same-age women without ASD, and their interest in building their
social experience in the context of a supportive system.

“If autism is a form of the extreme male
brain, where does that leave women with
autism?”

“At [college name], we had a group where
we would play games…so just to have that
again!”

“There’s…a disconnect between what
society expects of women with ASD and
what we can do.”

“I have been looking for programs…with
people who are serious about music, drawing, creative writing. “

“In the support groups for ASD, it’s either
get hit on or be seen as an alien!”

“We need opportunities to build “real” social connections…”

“I don’t know how to meet people.”

“…led by someone without ASD, to be
able to stop (us) from speaking too much,
making sure everyone has a turn”

“I’ve had bad (social) experiences.”
Most striking was that the participants

see Social Needs on page 30
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factor that emerged through the classroom
discussions was that anxiety played a large
role in impeding these women from pursuing the work they would like. Thus, our revised curriculum addresses this issue. The
Lean Out Curriculum, participant workbook and slides are available for download
at no charge is available on our website
(http://childstudycenter.yale.edu/autism/
clinical_services/initiative/young_adults/).
We are hopeful this program will be used
and modified to fit the needs of young
women anywhere who need help with this
important life task.
A weekly support group for young women began this past winter. Our group tackles any subject that comes up, as participants talk over what it means to cope with
parents, siblings, the demands of college
Social Needs from page 9
“Activities with structure, like using Roberts Rules or something…to help us know
when to talk”
“For young women with ASD to not feel
alone or different and to have space (a
place) to belong to, for once!”
The Literature on Women’s Experiences
The experiences reported by the women
in the focus group are consistent with the
research on typical social development and
gender-based risks to mental health. First,
the level of skill required for social participation is significantly higher for females
than for males. Starting in the early adolescent years, girls are expected to be adept in
relationship building skills not required of
boys (Hannah and Murachver, 1999). Society also places greater social demands on
women that go beyond specific skills. As
noted by a recent article in the Spring 2016
issue of Autism Spectrum News by Dr. Milot, the current social culture exerts unique
pressures on adult women to take on caretaking roles and conform to particular expressions of femininity (Milot, 2016). Such
patterns of socialization create added challenges for women on the spectrum. As a result, the social gaps between non-affected
females and females with ASD are greater
than they are for their male counterparts.
Beyond gender-based differences in socialization, a not so insignificant challenge
for women with ASD is that they are more
likely to have been diagnosed later in life
than their male peers (Begeer et al., 2013).
Such differential access to formal diagnoses is concerning because it means less
access to services and intervention, which
in turn, increases the risk for mental health
problems that are already heightened for
the female gender (Kessler et al., 1994). Indeed, as compared to typically developing
girls, those diagnosed with ASD exhibit
significantly more internalizing symptoms
such as anxiety and depression (Jamison &
Schuttler, 2015).
Supporting Adult Women with ASD
As expressed by our focus group participants, adult women with ASD are lacking
social opportunities that are inclusive of
their needs and interests. As opposed to
didactic activities, the women described a
need for a community of their own where
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and the workplace. We learn about each
woman’s experience as they try to navigate through and understand their place the
world. A significant piece of this process is
helping young women feel self-confident
about who they are so they can advocate
for what they want and need.
In this program, we strive for an atmosphere that promotes relationship building through sharing ideas and experiences. A lot of conversation about music,
movies and media, school work, parents
and friendships happens. Positive energy flows through the room as our participants get to know one another, sharing
stories, videos and jokes. Participants
often exchange numbers and some get
together outside of the group. For many
of our teens and young women, our activities are the only social opportunities
they have.

We hope to expand the program in scope,
so that new activities address unique challenges for these girls such as developing
a healthy mind and body, developing positive relationships and an optimistic outlook for the future. Our Advisory Board,
which includes parents of girls on the
spectrum, professionals, and individuals on the spectrum, as well as additional
(anonymous) donors have helped in this
regard. Parents, young women and teens
have been very enthusiastic about the program, with requests for more activities.
Our plan is to increase the opportunities
for participation for girls of all ages and
all levels of functioning and we hope to
incorporate clinical training and research
into the program over time. The Initiative
for Girls and Women with ASD provides
an extraordinarily rich social experience
for all who participate.

Kathy Koenig, MSN, APRN, is Associate
Research Scientist, Clinical Nurse Specialist in Psychiatry, and Director, Initiative
for Girls and Women with Autism Spectrum Disorders, Child Study Center at Yale
School of Medicine. For more information
about the Initiative for Girls and Women
with Autism Spectrum Disorders at the
Yale Child Study Center, please visit http://
childstudycenter.yale.edu/autism/clinical_
services/initiative/.

they can share and build experiences. To
provide this, it is not sufficient to simply
gather women with ASD together. Program structures that take into account the
effects of social information processing
difficulties are required. In this respect,
ideal supports are those based on principles
of Universal Design, such as incorporating a design for activities that make them
adaptable with respect to pace and complexity. The latter requires a careful use of
visual supports; the goal is to supplement
verbal information when necessary, without overusing visual cues that can confuse or distract the participant. All in all,
this approach requires much pre-planning,
opportunities for ongoing revisions of programmatic practices, and consultation with
professionals who have expertise working
with adults with ASD.
Due to the heterogeneity of ASD, another important program element involves
anticipating the variety of social communication needs that can occur with this condition. At the group level, this can be accomplished via a menu of programs that caters
to diverse needs, including experiences
that are rich in opportunities for discussion
as well as those designed for participants
who are more interested in doing than
talking. Programming content should also
be informed by the experiences and interests of the women. Differences in social
motivation are also important factors that
affect participation. Thus, identifying special interests, as well as previous negative
experiences, is essential at the individual
level. Additionally, programs will require
participation and staffing models that can
account for changing mental health needs.
As best practice, this involves highly individualized participation plans and mechanisms for fostering thoughtful discussions
with each participant around their social
goals and mental health needs.

and interviews between a woman and staff
member, along with ongoing follow-up as
needed. Programming is varied and consists of structured events such as lectures,
workshops, and special interest groups, as
well as social routines like movie nights
and open hours. Each event is supported by
at least one staff member and all activities
include modifications with an eye towards
facilitating participation.
Special consideration is given to the
fact that Felicity House exclusively serves
adults, and programming reflects the maturity and sophistication of adult women.
Activities are chosen based on participant
interest and the feedback collected at each
event. Staff meet regularly to review and
revise the content and design of the program activities and participants are included in this process through a monthly
program-wide leadership meeting where
Felicity House participants share ideas,
offer feedback and troubleshoot issues that
may affect participation.
To make the program accessible, participation is at no cost to the women. There
is no requirement of functional limitations
for inclusion. On the contrary, the goal at
Felicity House is to provide support for
women who are able and ready to increase
their social participation, including those
that may not be able to access state-funded
resources due to eligibility thresholds.

mation about Felicity House, please visit
www.felicity-house.org.

How Does Felicity House
Meet These Unique Needs?
Established in 2015, Felicity House is a
non-clinical program designed to support
the social development of women with a
diagnosis of ASD. The program has dedicated space with a design that accommodates large and small group activities, as
well as rooms designed to provide restorative, quiet activities. Participation plans
are flexible and individualized; they are
uniquely informed by a new member process which includes a series of meetings

What Have We Learned?
The needs of women with ASD are made
complex by gender-specific expectations of
social participation, minority status within
the ASD population, later access to a formal diagnosis, and increased rates of anxiety and depression; all of which ultimately may lead to poorer outcomes than their
male peers. Increased availability of social
programs designed specifically for women
with ASD is needed and they may be an important mechanism to improving outcomes.
However, such programs must take into account the complex needs and heterogeneity
of the population, and there is still a great
deal to be learned about how to best support
women to meet their social needs.
In addition to her role as Senior Advisor
at Felicity House, Marisela Huerta, PhD,
is an Assistant Professor of Psychology
in Psychiatry at Weill Cornell Medical
College and an Attending Psychologist at
NewYork-Presbyterian/Center for Autism
and the Developing Brain. For more infor-

References
Saulnier, CA, Koenig, K, Naqvi, B, Moriuchi, J, & Klin, A (2016, May.) Adaptive
Behavior Profiles in Girls with Autism: A
Comparison to Previously Published Profiles in Boys. Poster session presented at
the International Meeting for Autism Research, Baltimore, MD.

References
Begeer S, Mandell D, Wijnker-Holmes B,
et al. (2013) Sex differences in the timing
of identification among children and adults
with autism spectrum disorders. J Autism
Dev Disord 43: 1151-1156.
Hannah A and Murachver T. (1999) Gender
and Conversational Style as Predictors of
Conversational Behavior. Journal of Language and Social Psychology 18: 153-174.
Hiller RM, Young RL and Weber N. (2014)
Sex differences in autism spectrum disorder based on DSM-5 criteria: evidence
from clinician and teacher reporting. J Abnorm Child Psychol 42: 1381-1393.
Jamison TR and Schuttler JO. (2015) Examining social competence, self-perception, quality of life, and internalizing and
externalizing symptoms in adolescent females with and without autism spectrum
disorder: a quantitative design including
between-groups and correlational analyses. Mol Autism 6: 53.
Kessler RC, McGonagle KA, Zhao S, et al.
(1994) Lifetime and 12-Month Prevalence
of DSM-III-R Psychiatric Disorders in the
United States: Results from the National
Comorbidity Survey. Arch Gen Psychiatry.
1994;51: :8-19.
Milot, Alissa S (2016) The Unique Interpersonal Demands for Women with ASD:
Implications for Gender-Specific Supports
for Adults. Autism Spectrum News 8:4.
Taylor, JL, Henninger, NA, Mailick, MR.
(2015) Longitudinal patterns of employment and postsecondary education for
adults with autism and average-range IQ.
Autism 19: 785-793.
Van Wijngaarden-Cremers PJ, van Eeten
E, Groen WB, et al. (2014) Gender and age
differences in the core triad of impairments
in autism spectrum disorders: a systematic review and meta-analysis. J Autism Dev
Disord 44: 627-635.
Wilson CE, Murphy CM, McAlonan G, et
al. (2016) Does sex influence the diagnostic evaluation of autism spectrum disorder
in adults? Autism.

