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Introduction 
 
     Autism is one of the most common of the se-
vere developmental disorders. An autistic person 
is identified as a person who has problems with 
communication, exhibits repetitive, stereotyped 
patterns of behavior and engages in imaginative 
play (American Psychiatric Association, 2000). 
The autistic spectrum is comprised of persons 
with high-functioning autism (IQ of 85 or above), 
medium functioning autism (IQ of 55-84), and 
low functioning autism (IQ of 54 or below; Baron
-Cohen, 2006). Persons with autism fall within a 
continuum of mild to severe, and in 70% of cases 
they also have concurrent mental retardation 
(Fombonne, 2003). They often also have anxiety 
and depressive symptoms (Sterling, Dawson, Es-
tes, & Greenson, 2008). Current estimates of au-
tism suggest that autism has a prevalence rate of 
60/10,000 individuals (Chakrabarti & Fombonne, 
2005). In Ontario there are approximately 70,000 
people with autism, with over 50,000 of them 
being aged 20 and over (Autism and Develop-
mental Disabilities Monitoring Network Surveil-
lance [ADDMNS], 2002).         
     Despite the prevalence of autism, both persons 
with autism and parents of individuals with au-
tism agree that isolation is one of their greatest 
challenges and that acceptance by others is a pri-
mary solution (Muller, Schuler, & Yates, 2008). 
Interventions often operate out of a medical mod-
el which aims to make persons with disability as 
‘typical’ as possible. Operating out of a social 
model which emphasizes acceptance and social 
support may be more beneficial (Carter, 2009). 
Social support groups, particularly those designed 
by those participating and which focus on ac-
ceptance, may provide the opportunity for em-

powerment and social interaction (Saleeby, 
2009), both of which are fundamental in reducing 
isolation.  
     This study examines the responses of ten indi-
viduals with autism and their families who re-
sponded to a request for an interview, particularly 
around their present needs for group activity, as 
well as their past experiences with social support 
and support groups for autism. Participants 
claimed they experienced greater levels of social 
support in groups that included activities which 
provided social and life skills training, promoted 
confidence, and developed inclusion and profes-
sional assistance. The findings provide insight 
into the needs of participants in support groups 
for autism. They are discussed in light of the liter-
ature and in terms of implication for professional 
practice. 
 

Literature Review 
 
Identified Challenges for Persons with Autism 
 
     Identified challenges for persons with autism 
include difficulty with social interactions and 
isolation. According to a study by Orsmond, 
Krauss, and Seltzer (2004), 74.5% of adults with 
autism had weekly routines of either exercise or 
walking, 38.5% participated in weekly recreation-
al activities, 22.6% participated in weekly social-
izing activities with relatives, and 20.9% spent 
time with friends on a weekly basis. Only 8% of 
adults with autism had social friendships with 
same-aged peers. These rates are significantly 
lower in comparison to the general population. 
Life skills and daily functioning are often impact-
ed by difficulty integrating information and ap-
plying meaning to stimuli. Persons with autism 
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often find it challenging to adjust to varying cir-
cumstances (Berger, Aerts, Van Spanendonck, 
Cools, & Teunisse, 2007). Adolescents and young 
adults with autism disorders (ASD) often experi-
ence vocational failure (Hillier, Fish, Cloppert, & 
Beversdorf, 2007). Even for adults with autism 
who have good cognitive and communication 
skills, and who have the ability to live inde-
pendently, marry, and find employment, out-
comes are varied (Howlin, 2000).  
     The support group consists of “a structured 
ongoing series of meetings among people who 
share a common problem and who will give ad-
vice, encouragement, information and emotional 
sustenance” (Barker, 2003, p. 121). The support 
group addresses the challenges faced by the par-
ticipants by increasing a sense of community as 
well as members’ social competence and by 
providing members opportunities to help, share 
and support others (Howlin & Yates, 1999; Mish-
na & Muskat, 2004). This can result in positive 
changes in attitudes, self-esteem and behavior for 
members (Kessel, Merrick, Kedem, Borovsky, & 
Carmeli (2002). Support groups are different 
from self-help groups in that self-help groups aim 
to affect change by engaging in changing social 
policies, while support groups are usually spon-
sored by a larger organization and offer emotional 
support and education with professional assis-
tance (Schopler & Galinsky, 1995). 
 
Defining Nature of Social Support 
 
     Depending on the nature of their disability, 
people with autism need varying amounts of so-
cial support, the assistance an individual receives 
from others (Findler, 2000). Social support is 
defined as “formal and informal activities and 
relationships that provide for the needs of humans 
in their efforts to live in society” (Barker, 2003, p. 
407). Two broad categories of social support in-
clude 1) formal versus informal and 2) structural/
support networks and functions (Findler, 2000; 
Glidden & Schoolcraft, 2007). Formal support 
comes from professionals such as teachers, social 
workers, physicians, or agencies (Findler; Glid-
den, & Schoolcraft), and is provided through an 
array of public and private agencies. Support 

from immediate or extended family, relatives, 
friends, neighbors, other parents of children with 
disabilities, religious organizations, or social 
clubs are all considered mechanisms for informal 
support (Dunst, Trivette, & Cross, 1988).  
 
     Existing and perceived formal and informal 
support. Families report low perceived social 
support; they worry about acceptance, access to 
interventions, social and life skills, and social 
isolation (Carter, 2009). Families seeking support 
for individuals with autism find that the support 
individuals with autism received as children is not 
as available to them as adults. In Ontario, formal 
supports are often limited to individuals with IQs 
below 70, thus excluding many individuals with 
autism who do not display an intellectual disabil-
ity (Autism Ontario, 2008).  Limited access to 
services has resulted in families believing that 
service delivery is too crisis-driven, and that ser-
vice agencies provide inadequate levels of service 
(Hastings & Johnson, 2001). Most people with 
autism live either with family or in assisted living 
arrangements, and informal support is largely 
provided by family members.   
 
Examples of Support Group Strategies and 
Outcomes 
 
     Support groups can mitigate the apparent gap 
between needed support and received support. 
Mishna and Muskat (2004) created a group which 
met for about two and a half hours a month for a 
year to problem-solve real difficulties faced by 
the group’s members. Interventions concentrated 
on developing specific skills and reducing inap-
propriate behaviors. They used role-plays, the 
teaching of skills, and teaching strategies for what 
to do in an emergency situation, such as a fire. To 
help teach social rules, they used social stories 
(Gray, 2000) as well as conversational strategies. 
Social rules have also been taught through peer-
mediated approaches and the teaching of rules 
within a social context (Moore, 2005; Weidle, 
Bolme, & Hoeyland, 2006).  Jerome, Frantino, 
and Sturmey (2007) encouraged the teaching of 
“age-appropriate leisure skills” such as accessing 
games and music on the Internet, requiring facili-



 

 

tators to have an understanding of specialized 
interventions such as Treatment and Education of 
Autistic and Related Communications Handi-
capped Children [TEACCH] (Van Bourgondien 
& Schopler, 1996).  
     Eskow and Fisher (2004) proposed that inter-
action between students with disabilities and stu-
dents without disabilities fostered social ac-
ceptance. They described an arrangement where a 
group of individuals with severe disabilities who 
sought opportunities for social inclusion were 
paired with undergraduate and graduate students 
to work together on on-campus activities. This 
matching promoted problem-based learning expe-
riences and resulted in positive outcomes.   
     In their study of 44 adults with autism, Garcia-
Villamisar and Hughes (2007) found that accom-
modation in the work environment through voca-
tional rehabilitation programs impacted positively 
on the self-esteem and cognitive performance of 
persons with autism. Supported employment is “a 
supportive approach to hiring and retaining peo-
ple with developmental disabilities” (Garcia-
Villamisar & Hughes, p.143). Job coaches who 
provide training and support, along with simula-
tion training, can be employed to create a suc-
cessful work environment for both the employee 
with autism and for their employer (Lattimore, 
2006). 
 
Challenges to Creating Effective Support 
Groups 
 
     In the implementation of these strategies and 
the creation of effective support groups in gen-
eral, common challenges which arise include anx-
iety and communication. A study by Gillott and 
Standen (2007) compared 34 adults with autism 
with 20 adults with intellectual disabilities, utiliz-
ing informant-based measures of anxiety and 
stress. They reported that adults with autism were 
almost three times more anxious than the compar-
ison group and gained significantly higher scores 
on the anxiety subscales of panic and agorapho-
bia, separation anxiety, obsessive-compulsive 
disorder, and generalized anxiety disorder. Anxie-
ty may impact the level of safety felt by members 

in the group.  
     Difficulty in communication patterns, particu-
larly the interpretation of social cues and norms, 
can be exacerbated by anxiety (Jordon, 2010). 
Implementing a specific teaching program such as 
the Treatment and Education of Autistic and Re-
lated Communications Handicapped Children 
(TEACCH) may be beneficial in promoting com-
munication efforts (Schopler & Reichler, 1978). 
TEACCH is particularly valuable because of its 
focus on structured teaching, communication 
training, leisure and social skill development, and 
stress reduction programs (Van Bourgondien & 
Schopler, 1996). TEACCH provides training on 
functional skills and is adaptable to low and high 
functioning individuals. By emphasizing visual 
skills and creating predictability in the world, the 
environment is structured to align with the autis-
tic individual’s strengths and challenges, in the 
process reducing anxiety. Employing TEACCH is 
often challenging due to the lack of training group 
facilitators may have.  
     Another major challenge in the development 
of support groups is lack of clarity about the 
needs of individuals with autism separate from 
their families (Howlin & Yates, 1999; Jerome, 
Frantino, & Sturmey, 2007; Shaw, 2001). Given 
that the needs for support are complex and varied, 
but that support groups are beneficial, there is 
need for service from the perspective of those 
with autism. This study attempts to address these 
gaps by posing the following question: “What 
support group functions do adults with autism and 
their families find most useful?” It aims to gain a 
better unders tanding of the factors which moti-
vate persons with autism to participate in support 
groups, and the role that support groups can play 
in their lives. In understanding specific needs, the 
roles of professional facilitators may become 
more solidified.  
 

Methods 
 
     The main research question to be examined is 
“What self-help group functions do adults with 
autism and their families find most useful?” The 
researcher aims to find out what caused partici-
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pants to engage in self-help group participation 
and what roles of self-help participants think the 
most important. Thus, this qualitative study ex-
plores the benefits and challenges of self-help 
group participation as identified by the partici-
pants. The researcher also seeks to gain sugges-
tions from participants on what factors contribut-
ed negatively, as well as positively, to the degree 
of their participation in self-help groups.  The 
researchers used the accepted procedures and 
techniques found in qualitative research (Bryman, 
2004), aiming to understand the participants’ ex-
perience from their perspective (Holosko, 2010). 
Thus, the design of the study is qualitative, and 
the focus is to gain an emic perspective of the 
lived experiences of persons with autism in sup-
port groups.  The research was approved by the 
University of Windsor Research Ethics Board.  
 
Recruitment 
 
All ten participants lived in metropolitan Wind-
sor, Ontario, Canada and were recruited  
using purposive sampling by advertising the re-
search in a letter to the membership of a support 
group that serves persons with autism with a year-
lyeight-week summer day program. A letter of 
information about consent accompanied the letter. 
The letter advised interested readers to contact the 
researcher directly to arrange an interview. Snow-
ball sampling was utilized as a secondary strategy 
and involved asking each subject to share the re-
cruitment letter with anyone they thought might 
be interested in taking part in the research. Thus, 
contacts made initially through purposive sam-
pling led to other participants through snowball 
sampling. The participants received a small hono-
rarium of $20.00 to help to compensate for the 
time spent in the interview.   
 
Participants 
 
     The sample includes 10 persons with autism 
and their parents in the metropolitan Windsor and 
Essex County, Ontario, who are enrolled in sup-
port groups. Windsor is south of the city of De-
troit and across the Detroit River from Detroit, 
Michigan, and has a population of 210, 891 

(Statistics Canada, 2011). The population of 
Windsor Census Metropolitan Area (CMA), 
which includes the towns of Tecumseh and 
LaSalle, as well as parts of Lakeshore, Essex, and 
Amherstburg, is 319, 246 (Statistics Canada, 
2011). 
     Participants with autism reported their ages as 
17, 18, 19, 21, 29, 30, 39, and 50. Three partici-
pants stated their age as being 18. Six participants 
had a diagnosis of high-functioning autism while 
four individuals needed significant levels of sup-
port. Five individuals currently attended high 
school, one participant attended middle school, 
one participant had attended high school in the 
past, and one participant had never attended 
school outside an institution. One participant had 
completed high school and entered college, but 
dropped out due to the level of stress he experi-
enced, and one participant was attending universi-
ty. Eight were male and two were female. One 
individual had immigrated to Canada from Asia 
and all other participants were Canadian Cauca-
sians. Two participants lived alone, four lived in 
two-parent households and four lived with their 
mothers. Five of the participants had their moth-
ers present during the interview, three participants 
had their mother and father present, one partici-
pant had his mother, father, and siblings present, 
and one participant chose to have their support 
worker present during the interview.  
     All participants had an income of $20,000 or 
less. Two participants worked part time, while 
one worked full-time. One individual who was 
employed full time and living with his mother 
received no formal support. Two participants who 
lived alone received formal supports to help with 
the activities of daily living. All participants or 
their parents had participated in support and self-
help groups. 
 
Data Collection and Analysis Procedures 
  
     Data collection procedures included a 90 mi-
nute semi-structured interview centered on the 
following research question “What self-help 
group functions do adults with autism and their 
families find most useful?” Other questions in-
cluded in the Interview Guide which branch from 
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the main research question are the following:    
  

How has autism affected you? 
Why did you become involved with a support 
group? 
What experiences have you had as a participant 
in support groups? 
What are the positive effects for individuals 
involved in support groups?                       
What are the negative effects for individuals 
involved in support groups? 
What experiences do you think contribute to 
positive effects in support groups? 
What experiences do you think contribute to 
negative effects in support groups?  

 
     In this study, “persons with autism” refers to 
adolescents or adults who have historically re-
ceived support from support groups, and who 
have been diagnosed with autism. “Parents” in 
this study refers to those who speak on behalf of, 
or support, persons with autism. “Support groups” 
refer to groups that address particular challenges 
associated with the need for support and educa-
tion and which usually have access to profession-
al assistance.  
     Nine interviews took place at the participants’ 
residences. One participant requested that the 
interview take place in the researcher’s office. Six 
of the participants spoke on their own behalf and 
were able to understand and answer the interview 
questions independently. Although parents and 
other family members were present during most 
of the interviews, these individuals with autism 
responded to the questions independently. Four of 
the participants were unable to comprehend the 
interview process or to speak on their own behalf. 
In each of these cases, parents spoke on their be-
half. The implication of having some parents 
speak on behalf of persons with autism is dis-
cussed later in the analysis of the findings.  
     All interviews were audio-taped. Atlas-ti soft-
ware was used during the coding process. Several 
participants who responded to a distribution of 
the findings helped to support the trustworthiness 
of the study. Further, independent coding of the 
first interview, by both the researcher and an as-

sistant researcher, produced similar perspectives 
and so improved the credibility of the research. 
Interviews were transcribed after completion. 
Codes and categories created through the process 
of coding provided insight into the shaping and 
development of themes and sub-themes. The re-
search was approved by the Research Ethics 
Board, University of Windsor.   
 

Findings  
 
     An analysis of the responses to the research 
questions produced twenty-three categories of 
codes and six main themes. As a framework of 
results the following main themes and categories 
were generated:  
 
Theme 1: Experiences with Autism 
 C1: Diagnosis 
 C2: Experiences with Professionals 
 C3: Negative Social Experiences 
 
Theme 2: Experiences with Social Support 
 C4: History of Institutionalization 
 C5: Public School Experiences 
 C6: Aging Out 
 C7: Formal Supports 
 C8: Activities with Support Worker 
 C9: Activities with Family 
 C10: Parental Concerns 
 
Theme 3: Support Group Activity 
 C11: Support Group Involvement 
 C12: Recreational Support Groups 
 C13: Structured Workshop 
 C14: Experiences with Work-Related 
          Group Activity 
 
Theme 4: Parent-Related Support Group Activity 
 C15: Initial Parental Self-Help Groups 
 C16: Reinventing Parental Self-Help 
          Groups 
 C17: Parent Groups and Persons with 
          Autism 
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Theme 5: Support Groups Based on Skill Acqui-
sition 
 C18: Needing Additional Life and    
          Social Skills 
 C19: Recommending Professional Skills 
 
Theme 6: Using Support Groups to Enhance 
Relationships with Others 
 C20: Communication Needs 
 C21: Enjoyable Social Activities 
 C22: Aiming for Friendships 
 C23: Seeking Greater Involvement 
 
     In Theme 1: Experiences with Autism, partic-
ipants recalled their previous experiences with 
autism. Many participants and parents expressed 
frustration at the process of arriving at a diagno-
sis. They complained that professionals often 
appeared unaware of the symptoms associated 
with autism with comments such as, “We went to 
the doctor and the doctor just kind of said, well 
he’s a boy, he is ok.”   Some participants de-
scribed childhood incidences of bigotry that had 
affected their self-esteem. As one participant 
remarked, “My life was kind of cruel or some-
thing, I was being picked on at school a lot…
well, being called retarded and threatened to be 
beaten up.” Bullying in school was a common 
problem for most participants, and many parents 
reacted by focusing on the need to protect their 
children with autism. Both parents and individu-
als with autism considered bullying events result-
ed from the lack of opportunities for public edu-
cation to make public aware of the symptoms of 
autism.   
     In Theme 2: Experiences with Social Support, 
participants expressed both positive and negative 
experiences with regard to institutions and public 
schools. One participant who lived in an institu-
tion until he reached adulthood, and another par-
ticipant who lived in an institution for a few 
months during his adolescence, related their dis-
content with institutional living. However, the 
former missed the social activities offered in an 
institution, expressing appreciation for the skills 

learned and the friends acquired in an institution-
al setting. One participant remarked on their pub-
lic school experience by explaining, “I felt so 
stress… like I felt so sick all the time. I was so 
stressed that my heart felt like it was going to 
crush itself and explode at the same time.” De-
spite their misgivings with regard to school, most 
participants enjoyed the social activities high 
school had offered them and which were no long-
er available to them once they left high school. 
Both persons with autism and their parents ex-
pressed concerns regarding the “aging out” of 
programs as children graduated from secondary 
schools.  
     Seven persons with autism received respite 
services provided by support workers, expressing 
that respite “gives us a break.” Parents spoke 
favorably of respite services made possible by 
government funding. Generally, participants re-
ceived approximately 10 hours a week of respite 
which involved the services of a support worker, 
although two of the participants received consid-
erably more respite due to extenuating circum-
stances. Several persons with autism enjoyed the 
activities they engaged in with the support work-
er. These included such things as shopping, walk-
ing, eating out, swimming, singing and dancing, 
and other recreational activities. However, alt-
hough grateful for the much needed service, 
some parents expressed disappointment that sup-
port workers lacked the ability to provide skills 
training while engaging the participant in social 
activities. As one parent expressed, “They can 
take him out to the mall, but that’s not really 
teaching him social skills.”  Persons with autism 
also appreciated parents, siblings, and extended 
family members who provided social support in 
the form of activities such as eating out, going for 
a coffee, attending church, shopping, fishing, 
golfing, playing computer games, watching tele-
vision, playing music, and horseback riding. 
Most parents expressed that their children had a 
variety of needs for social support and suggested 
that their children’s needs were based on their 
level of functioning and particular interests.  
     Most parents viewed themselves as the great-
est support for the participant with autism.  Alt-
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     Two of the participants took part in structured 
support group workshop environments after high 
school. In both cases, the participants dropped 
out. As one participant stated, “I did not like it 
there. Quit the job. I was not happy there.” One of 
these individuals subsequently secured several 
positions working in restaurants and grocery 
stores. He expressed satisfaction about working 
with colleagues who included him in social activ-
ities such as birthday parties and other celebra-
tions or socializing opportunities, such as going 
for a coffee. Two persons with autism secured 
part time volunteer work experience by exposure 
to helpful members of their parents’ support 
group.  
     In Theme 4: Parent-Related Support Group 
Activity, parents spoke about their initial  
experiences in self-help groups where they man-
aged without professional leaders. They indicated  
that 20 to 30 years ago “back then the profession-
als didn’t know any more than we did because  
they were just learning too…the literature that did 
exist at that time suggested it was caused by  
refrigerator mothers.” At the time they believed 
that professionals knew no more than they did 
regarding autism. Reinventing the role played by 
their self-help group, parents formed other sup-
port groups that focused on the needs of their 
children. In one instance, several of the partici-
pants’ parents split from their original self-help 
group to form another group that specifically ex-
plored the challenges faced by persons with high-
functioning autism. In another exceptional case, 
several of the participants’ parents joined another 
group of parents in creating a second parental self
-help group. This group concentrated on fundrais-
ing and establishing support programs for their 
children. They created an eight week summer-
based support group for their children which en-
gaged professionals and trained students from a 
disability-related college program. While this 
group originated as a self-help group for parents, 
it also became a support group for their autistic 
children. 
     The categories in Theme 5: Support Groups 
Based on Skill Acquisition, outlines the services 
perceived by parents to be needed by persons 

hough grateful for respite services and social ac-
tivities made possible by support workers and 
family, parents especially expressed concern re-
garding their autistic children’s options once they 
grew older and they were no longer able to pro-
vide the required support their son or daughter 
with autism needed.  As one parent anxiously 
expressed, “What happens when we get old and 
when we die, and our children are not self-
sufficient…what options are out there?”  
     In Theme 3: Support Group Activity, partici-
pants noted their experiences with groups that 
provided support. Support groups offered one of 
the most important forms of social support for 
persons with autism and their families. Most of 
the participants and their parents benefited from a 
yearly day program, offered for eight weeks each 
summer. Once admitted to the support program, 
children were entitled to remain within it until 
their 21st birthday. This summer support group for 
children with autism was highly appreciated by 
parents who placed particular value on the social 
and skill training their children received through 
professional involvement. One parent described 
the program as providing a “wonderful [option], 
because for the simple fact is, they [professionals] 
appear more educated, more understanding, more 
loving.” Participants over the age of twenty-one 
who had formerly attended an eight week support 
program during the months of July and August 
were no longer eligible to participate in the group 
due to their age.  
     Several of the higher functioning participants 
with autism also joined recreational support 
groups where they engaged in such social activi-
ties such as physical fitness, swimming, walking, 
rock climbing, music, and bowling. These support 
groups were made up of members with various 
disabilities and their aim was to increase social 
activity and friendships in an inclusive environ-
ment within the context of a 10 to 16 week pro-
gram. Participants had a group leader and were 
encouraged to try new activities; however, some 
of the higher functioning individuals were also 
critical of these groups. As one participant ob-
served, “It was a lot of repetition with kind of the 
same thing over and over.”    



 

 

with autism. These include additional life and 
social skills, and the help of professionals who 
are expert in implementing behavior-changing 
interventions. Parents indicated that their children 
needed to learn “how to interact, and to take criti-
cism, and how to share and how to be tactful, and 
courteous, and dependable.” Additionally, for 
high functioning participants, parents suggested 
“social skills are needed in employment.”   
     In Theme 6, Using Support Groups to Enhance 
Relationships with Others, a few participants with 
autism agreed with their parents regarding the 
benefits of social skills training when it enabled 
them to enhance their communication with others. 
However, in other cases, the focus of participants 
with autism clearly differed from that of their 
parents. Although persons with autism agreed that 
training in social skills acquisition would provide 
enhanced abilities with regard to communication, 
they aimed for something deeper than activities 
by hoping support group activity would primarily 
provide them opportunities to make friends. Par-
ticipants stated that they found it difficult to meet 
prospects or to join group activities where they 
would be most likely to meet potential friends. 
One participant spoke of the difficulty in “finding 
somebody who’s like you but not too different 
from you.” With regard to the development of 
helpful and constructive support groups, both 
participants and parents suggested that account 
should be taken to ensure that social support pro-
vided by trained staff be meaningful.  
 
Experiences with Social Support 
 
     Participants’ experiences with social support 
focused on the varying influences of the family, 
institutionalization, school and work experiences, 
and isolation. Participants indicated the need for 
greater levels of social support through the devel-
opment of support groups that promote friend-
ships, confidence, and acceptance as well as pro-
vide social and life skills training.  
 
     Influence of family. Eight participants experi-
enced a significant level of family involvement in 
their daily support. Even for those living inde-

pendently, support from family members was 
important even if they received significant sup-
port from a public agency. In addition to provid-
ing support, families also played an important 
role in advocating for services. Most families and 
individuals expressed concerns about “aging out.” 
This phrase refers to the age of ineligibility, 
where at age 21 individuals with autism no longer 
qualified for funding for school and supportive 
community programs. For example, at the age of 
21, most participants experienced exclusion from 
school and summer programs, their only sources 
of socialization other than through the receipt of 
formal services. As they aged, parents worried 
about their children’s futures and expressed con-
cern about the availability of formal supports and 
the absence of informal supports and friendships. 
  
     Effects of institutionalization, school and 
work experiences. One participant had previous-
ly lived in an institution from age 7 to 19, and 
another had stayed in an institution for a few 
months during adolescence. Although they men-
tioned missing friends - both among staff and 
residents - that they had made there, the bulk of 
their memories consisted of negative experiences 
with institutional living, and they eventually re-
turned to live with their parents. With the recent 
closure of residential institutions, daily support 
for individuals with autism rests largely with the 
family from birth to death. Today, most family 
members anticipate that their autistic offspring 
will remain in the family home indefinitely, but 
concerns arise regarding their adult offspring’s 
care when the parents are no longer be able to 
provide it themselves. 
     All participants, with the exception of the par-
ticipant who was institutionalized at age seven, 
had attended public school. Most participants 
relayed negative stories about school, focusing on 
the lack of professional programs and staff. Par-
ticipants recalled negative school experiences of 
bullying and exclusion by other children and 
sometimes staff. Following graduation from 
school, three of the participants attended sheltered 
workshops. None of the three participants worked 
in sheltered workshops presently, expressing a 
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dislike of workshops. One individual had found 
satisfactory employment at a grocery store, two 
found employment cleaning offices with volun-
tary agencies and working in the entertainment 
industry, while one experienced university as 
being a positive and interesting experience. De-
spite some satisfaction with school and employ-
ment experiences, most participants expressed the 
continuing need to address issues surrounding 
stigmatization in the school and work environ-
ment.  
 
Distinguishing Self-Help Groups from Support 
Groups 
 
     Most of the participants’ parents joined self-
help groups when their children were first diag-
nosed. They sought an explanation for autism, 
indicating that they soon realized that available 
professionals knew no more than they did. They 
were also drawn to self-help groups when their 
interest extended to political action. In particular, 
self-help groups offered information, support, and 
solutions to identified problems, empowering 
their membership in the process. Often, both par-
ents and children benefited from parental mem-
bership in self-help groups, as family-orientated 
social events were structured to accommodate 
autistic children.  
     Most persons with autism in this study partici-
pated in the support group created by their parents 
for eight weeks each summer for several years 
until the cut-off age of 21. The group offered res-
pite to parents and structured activities of a recre-
ational and social nature for their autistic chil-
dren. As reported by the participants with autism 
and their parents, the eight week summer support 
groups provided one-on-one assistance. The one-
on-one assistants were largely students from a 
nearby university and college who were trained 
and supervised by full time professionals. As the 
children aged, many of them branched out to par-
ticipation in other social support group activity 
with varying levels of structure.    
 
 

Differences and Similarities Between Needs 
Stated by Participants and Parents 
 
     Participants with autism and their parents of-
ten differed on their thoughts regarding the bene-
fits of support groups for persons with autism. 
The benefits of social skills training were particu-
larly stressed by parents when they spoke on be-
half of their children with autism. Parents com-
monly recommended support groups provide 
competent facilitator-led training in social and life 
skills, accommodation, assessment, and evalua-
tion. In contrast, persons with autism who spoke 
on their own behalf stressed the importance of 
creating opportunities to make friends and be-
coming socially involved at a greater level as the 
primary benefits of support groups.  
     Both parents who spoke on behalf of their 
children and participants who responded inde-
pendently hoped that support group activity 
would provide opportunities for social interaction, 
thereby easing the social isolation experienced by 
persons with autism. Most participants and their 
families worried about the effects of isolation on 
the lives of people with autism and their family 
members. As participants often lacked opportuni-
ties for social support, such intervention allowed 
for a positive alternative, providing acceptance 
and possibilities for sharing with and helping oth-
ers. Although support group intervention may not 
be suitable for all individuals, for those who 
struggle with socialization, self-esteem, or a sense 
of competence, support groups present a useful 
intervention.  
     The findings of this study outline the past and 
present experiences of social support for youth 
and adults with autism, including their experienc-
es with support groups. The participants de-
scribed the challenges they faced and obstacles 
they encountered in seeking support, indicating 
that support groups presented an opportunity to 
ease their isolation and make friends. The impli-
cations regarding the variety of needs which were 
expressed by the participants and their parents, 
including the need for experienced staff to devel-
op meaningful social involvement, is explored 
further in the following discussion. 
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Limitations and Future Direction 
      
     Limitations of this study include the small 
geographic area and the small sample size and the 
variation in the functioning capacity of the indi-
viduals with autism who participated. Moreover, 
as a qualitative study to gain specific information, 
it did not represent either the views of all partici-
pants in self-help groups or those of professionals 
who provide interventions and services for au-
tism. Another limitation of the study is the lack of 
diversity in participants’ cultural and educational 
backgrounds and the limited number of years of 
experiences with support groups that participants 
had. 
     Future studies on the benefits of support 
groups for persons with autism need to include 
larger populations of persons with autism, and 
concentrate on the experiences of specific groups, 
as well as increase representativeness by employ-
ing a variety of different recruitment strategies.  
A quantitative approach using a survey or struc-
tured interviews with a few open questions for 
specific populations would be appropriate. Future 
studies on the differences between low and high 
functioning ASD in support groups would be ben-
eficial to integrate into research designs to pro-
vide further insight regarding professional train-
ing for group social workers.  
 

Professional Implications 
 
     This study was based on the underlying theo-
retical assumption that persons that do not  
have support group experience have difficulty 
steering through the social world, but with group 
experience their situations may improve (Lang, 
2004). The study implies that there is a need for 
professional training of group workers in working 
with persons with autism, with respect to provid-
ing a more meaningful social involvement. Part of 
this training would involve the development of 
assessment skills in I differentiating the  needs of 
persons with autism at varying levels of function-
ing from needs determined by parents on behalf 
of their autistic children.. Although some research 
indicates that family members should have sub-

stantial input regarding the needs of persons with 
autism (Howlin & Yates, 1999), individuals with 
autism who depend on their parents to communi-
cate for them may have their independent think-
ing processes stifled if there is incongruence be-
tween what they wanted to say and what was stat-
ed by their parents (Carter & Wilson, 2011). A 
skilled group worker would apply the core value 
of “respect for persons and their autonomy” listed 
in the Association for the Advancement of Social 
Work with Groups (AASWG) Standards (2006, p. 
2).  
     The movement from structured environments 
into more flexible ones not only may provide 
meaningful social interaction but also provide 
opportunities for the practice of autonomy. The 
tendency to be in structured environments (Buys 
& Tedman-Jones, 2004) and prevailing family 
and societal attitudes significantly impact the 
availability of options for autonomy for  persons 
with disabilities (Kelm, 2009). Low expectations 
in regard to achieving social goals such as getting 
married or working can have a disempowering 
effect (Kelm, 2009). Therefore, group workers 
must always be conscious of how the group and 
interventions may be influencing sense of autono-
my of individual members as well as the comfort 
level or desires of members to express their au-
tonomy. Social workers must be conscious of the 
ethical element “maximizing member choice and 
minimizing coercive processes by members or 
worker to the extent possible” (AASWG Stand-
ards, 2006, p. 17). This is particularly relevant in 
light of the concern that as persons with autism 
age, the amount of formal support decreases, a 
concern stated by participants of the study. When 
parents are unable to provide support, persons 
with autism may not have the developed skills 
needed to enter different living circumstances 
(Buys & Tedman-Jones, 2004). The common 
tension between promoting autonomy and ensur-
ing safety and protection for persons with disabil-
ities (Malin & Wilmot, 2000) must be navigated 
carefully by social workers. 
     In using group approaches in the community it 
would be important to consider the effect of stig-
ma, which participants in the study identified. 
Consciousness-raising may be effective to use in 
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the group to buffer against stigmatization in the 
real world. It may also be helpful to consider 
where each autistic individual exists on the spec-
trum and gear support group intervention in an 
individualized manner (Renty & Roeyers, 2006) 
while still remaining conscious of the overall 
group goal. The heterogeneity and the levels of 
anxiety group members experience in relation to 
differences or in general (Gillot & Standen, 2007) 
are important to factor in as they may influence 
safety in expressing autonomy. 
     Social workers should also identify the need 
for opportunities for persons with varying degrees 
of autism to intermingle socially with non-autistic 
peers in order to improve their social functioning 
(Moore, 2005; Weidle, Bolme, & Hoeyland, 
2006). Most participants expressed hope that sup-
port groups would provide both segregated and 
inclusive peer-related activities, depending on the 
members’ needs. Participants felt that coming 
together with individuals who had similar needs 
served as an opportunity to address common 
needs. However, participants also appreciated the 
importance of providing individuals with autism 
opportunities for engaging in activities with non-
autistic peers. Effective group social workers 
should be skilled in generating cohesion, which 
includes the ability to use discussion and activi-
ties to encourage interaction, full participation 
and reward of members, the ability to guide mem-
bers in developing a sense of pride of the group 
and sense of identity in members, and the ability 
to create bonds (Toseland & Rivas, 2009).  
     Group structures at school and work environ-
ments promote meaningful social interaction and 
increase self-esteem (Garcia-Villamisar & 
Hughes, 2007). As many participants had positive 
experiences with work, peer-mediated activities 
and simulation training in the group could be used 
to enhance supportive, inclusionary opportunities 
in school and work (Lattimore, Parsons, & Reid 
(2006). One challenge may be the stratification 
which starts happening in groups when those with 
hidden disabilities are reluctant to disclose the 
nature of their disability; groups may become 
closed and some members unwelcoming to others 
(Corrigan, Jones, & McWhirter, 2001). Given that 

the primary needs of participants in the study are 
friendship and companionship, and Weidle, 
Bolme, & Hoeyland’s (2006) suggestion of self-
acceptance as a realistic single group goal, effec-
tive group social workers should carefully guide 
group members through the above dynamics in a 
way which is inclusive for all. 
 

Conclusion 
 
     This particular study on the needs of adults 
with autism espoused setting up a generalized 
group support as the key to developing a sense of 
belonging. Participants longed for experiences of 
developing personal connections and friendships 
to help them cope with daily frustrations and 
counteract the negative effects of stigmatization. 
Both parents and participants hoped that support 
groups would lead to greater acceptance in social 
environments. As implied in this study autistic 
individuals may have complex needs; hence there 
are a number of areas to be further explored. This 
implies the need for more professional develop-
ment training for group workers working with 
autistic individuals. Consistent with the literature, 
participants themselves suggested support groups 
engage facilitators who are informed about the 
needs of individuals with autism and the func-
tions of support groups (Peckham, Howlett, & 
Corbett 2007). A knowledge base on the history 
of autism and symptoms associated with different 
spectrum ends is crucial for facilitating in a way 
which ensures promotion of autonomy and inclu-
sion.  
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