Appendix L
Certain Best Practice Literature
for Adults with ASD

1) Effective Program Components

Overview of Risk Factors, Course, Outcome, and Promising Practices for Adolescents and Adults with Autism Spectrum Disorders: 

The course of autism across adolescence and adults for a “typical” sample from 15-30 years ago includes 1/5 deteriorating during adolescence—with 50% of these deteriorations becoming permanent (Billstedt, Gillberg, & Gillberg, 2005).  During or after adolescence, 12% of one sample reported catatonic symptoms.  The most concerning behaviors reported in this group were self-injury and violent behavior and these were the most commonly reported impetus for a psychiatric or medication referral.  One-half of this sample reported a medical condition requiring regular medical attention.  Major medical problems were common even among those who did not have an identified underlying medical or genetic disorder.  Overall, in this study, 21% of the sample was considered to have “poor” and 57%“very poor” outcome as indicated by employment, education, independent living, and friendships/romantic relationships.  Although improvement in symptoms is evident in some individuals from childhood to adolescence and into adulthood, most current longitudinal research finds that this improvement does not typically lead to levels of functioning in the normal range, suggesting the need for specialized services throughout the life span (Seltzer, Shattuck, Abbeduto, & Greenberg, 2004).  In summary, the traditional position focuses on cognitive skills and communicative speech as predictor variables for outcome focusing on achievement of independence and “normal” social skills and behaviors.

As an alternative view, Ruble & Dalrymple (1996) propose that outcome can be defined in terms of interactions between the environment and the individual with autism and that the quality of life of the individual should be considered.  Their analysis of the lives of a group of adults with autism spectrum disorders supported through a quality state supported developmental disabilities center found that according to traditional definitions, their group would be judged as having poor outcomes.  With their redefinition, however, many of the adults were working productively, participating in family and community activities, making choices in their lives, and reporting happiness and satisfaction.  As an alternative view of outcome, they suggest reviewing the following elements of life in adults with autism:  strong advocacy from parents, teachers and service providers within a group/team alliance, access to a variety of experiences, skill building in social skills and behaviors, and the opportunity to be employed meaningfully. 

Caution must be used in discussing promising practices for adults on the autism spectrum disorder, because of the relative lack of specific research and because of the difficulties common to existing research, including small sample sizes often unrepresentative of the breadth of the spectrum.  

As part of the National Early Childhood Assistance Center sponsored Forum on Autism Spectrum Disorders (1997-2001), a group of representatives from model programs reached consensus on core elements of effective programs for young children with autism.  They have been adapted and published in various formats.  To maintain consistency with other life areas covered in this review, the elements of effective programs for autism  are used as an organizational framework in this document..  Adult outcome cannot be measured in terms of  developmental progression in the same way as child outcome, however, so another fitting framework is Robert Schalock’s quality of life dimensions.  See Table 1 for Schalock’s (2000) suggested personal and organizational outcome indicators for adults with developmental disabilities.   A more detailed textual review of Schalock’s eight dimensions as they are reflected in the literature on adults with autism is available upon request.  

The core elements of effective programs as applied to the literature on adults with autism spectrum disorders are as follows:  

Early Transition Planning

Many of the specific challenges of people with autism necessitate careful planning for the transition into adulthood and for transitions of all types throughout the lifespan.  For example, some individuals with autism function adequately within a structured educational environment, but show much more difficulty when required to assume adult responsibilities, such as finding and keeping employment, living independently, and other tasks requiring organization, planning, and communication.

Functional Approach to Behavior

There is an increased risk for psychiatric and behavioral difficulties for individuals with autism—even in comparison to disability control groups (Bradley et al., 2004).  Focal behavioral interventions using antecedents, consequences, and skill development have been proven helpful in designing treatment programs oriented toward emotional-behavioral change for adults with autism spectrum disorders (Bregman & Gerdtz, 1998).  

Individualization of Services:

This is a critical element of intervention and support for adults with autism because of the extremely wide range of symptoms, characteristics, and functioning levels within this population.  Services must be individualized to fit the diagnosis and then, within the diagnosis, to fit the individual.    

Adults with Asperger Syndrome are at heightened risk for comorbid psychiatric disorders, especially depressive symptoms (Ghaziuddin, 2002).  For mental health treatment and support, traditional cognitive-behavioral therapy must be modified and individualized to accommodate the profile of adults with high functioning autism spectrum disorders.  For example, components include:  specialized assessment, affective education, social skills training, cognitive restructuring, stress management and relaxation training, and self-reflection training (Atwood, 1999).  These and other research findings support the need for availability of psychiatric and other mental health treatment provided by professionals experienced in individualizing services for individuals with autism spectrum disorders.    

Supported employment is a critical variable in positive outcome in autism and requires individualized planning and support.  See Table 2 for research-identified unique workplace experiences, obstacles to employment, and recommendations specifically related to adults with autism spectrum disorders (Muller, Schuler, Burton, & Yates, 2003).  

Skills needed for self-determination for individuals with disabilities require particular support for those with autism because of their difficulties with social communication, organization and planning, and understanding of emotions and preferences of others and even of themselves.  Some of the skills found necessary for self-determination include choice-making, self-advocacy, positive perceptions of control and efficacy, and self-knowledge, and awareness (Wehmeyer, Agran, & Hughes, 2000).  

Systematic, Planned teaching/training

As with young children, adults with autism benefit from systematic training in the curriculum areas of focus because of their unique learning and skill profiles, which often include large variability across skill areas.  

Specialized Curriculum
Independent life and community participation skills:  Teaching and supporting independent life skills is important for facilitating positive social lives for people with autism.  Greater independence in activities of daily living predicts participation in social and recreational activities for individuals with autism (Orsmond, Krauss, & Seltzer, 2004).  

Social Behavior:  Effectiveness in promoting social skill acquisition has been shown for monthly treatment groups focusing on problem solving, learning conversational and communication skills, and finding employment and independent living.  These groups were for individuals with autism but without mental retardation.  Even in these “high functioning” individuals, skills showed limited generalization without the support of the social group setting.   In terms of intimate social relationships, research has suggested that sexuality education materials may need to be adapted to the unique needs of adults with ASD, because of the social and communication aspects of sexuality (Gray, Ruble, & Dalrymple, 1996; Henault, 2005).   For individuals with ASD, social structure and support are needed, such as providing clear social roles (e.g., offering horse doerves) rules and supervision to encourage appropriate social behavior, and formal structured social events (rather than relaxed social “chit chat” time)  (Wing, 1983).  

Vocational:  Levy suggests that individualized training for adults with autism is needed in 4 basic areas for vocational preparation:  

1. development of work concepts and values;  

2.  acquisition of general and specific task skills; 

3. Performance of task skills over time and at acceptable rates; and 

4.  Development of social and work responsibility behaviors (1983).  

See Table 3 for more details about Levy’s vocational training program.  More recent approaches to support people with disabilities in good jobs go beyond this traditional approach to examine the value of personalized jobs—going beyond job placement to incorporate the person’s unique abilities and personal interests and to emphasize natural supports over job coach interventions.  This approach is key to success with adults with autism because of the uniquely narrow and strong interests and skills characteristic of this group.  Facilitating natural supports also meets the unique needs of adults with ASD because they often lack the critical social skills to develop relationships in the workplace on their own.   See Table 4 for key elements of this approach (Callahn & Garner, 1997; Harold Kleinert, personal communication, 5/1/06; Milton Tyree, personal communication, 5/4/06)
Specialized supports are needed in post-secondary educational settings as well as in the employment market.  One university program revolves around peer mentors hired on an hourly basis to provide social support and problem solving assistance for the individuals with autism spectrum disorders (Welkowitz & Baker, 2005).  

Intensity of engagement/support
Difficulties with generalization suggest the need to consider social relationship intervention and support as an ongoing need—as in the chronic disease model—rather than as a one-time training need.  Similarly, research finds that careful informed job placement to help match job to skills and , critically, to the interests of adults with autism, must be followed by intense long-term job support to help prevent the loss of a job that has been so carefully chosen.  

Social opportunities may already exist for individuals living in residential settings, but it is also important to provide adequate social supports to individuals with autism living independently because of their risk for loneliness and isolation.  Research has shown that participation in social and recreational activities for people with autism is affected by the intensity and quality of environmental supports, including services received, history of integrated educational opportunities, and even by maternal participation in social/recreational activities (Orsmond, Krauss, & Seltzer, 2004).

Even for high functioning adults with autism spectrum disorders, 3 research-identified employment themes support reports of employment challenges:  

1.  Adults with AS/HFA have frequent unemployment and underemployment;  

2.  Social skills, communication, anxiety/stress, and sensory issues affect employability; and 

3.)  Intense supports can aid success, including job coaches, mentors, clear expectations, and explanations of autism spectrum disorders to employers and co-workers (Hurlbutt & Chalmers, 2004).  

Multiple and intense methods of training both the workers with autism and co-workers seems necessary, including communication devices, job skills and job behavior training for the workers, job coach training, and co-workers support training (Hudson, 2004; Mautz, Storey, & Certo, 2001).  The single employment intervention specific to adults with autism found effective through research included careful job to skill/interest matching, then full time job support for 2-4 weeks, twice weekly support for the second month, further reduced support by the fourth month, and then ongoing on-call support after that time.  The program was expensive and was expected to continue for several years before taxpayer savings would be achieved (Mawhood & Howlin, 1999).  

Family Involvement

Because of the challenges frequently found in independent living skills for individuals with ASD, family involvement and advocacy remains critical throughout adulthood.  There may be three major methods for parents working to provide legal support for their adult child with an autism spectrum disorder:  1. advocacy (helping individuals with ASD interact with agencies and businesses without altering individual independence; 2. guardianship and conservator ship; and 3. estate planning.  Many families need assistance with decisions about guardianship or conservator ship and with estate planning to make decisions about wills or trusts (Frolik, 1983).  Along with parent involvement, many siblings are directly involved in supporting their brother or sister with autism.  Siblings should be incorporated in futures planning for their sibling with autism and also benefit from sibling specific supports, such as sibling support groups, sibshops, etc. (Harold Kleinert, personal communication, 5/1/06).  

Structured Environment
Schopler and associates at Division TEACCH  at the University of North Carolina have been some of the earliest advocates of environmental structure as an appropriate support for teaching skills to individuals with autism across the lifespan, including in adulthood.  TEACCH specifically has shown success in using principles of visual structure to support successful employment in individuals with autism (Philosophy and Overview of Supported Employment Program, 2005).  

Age and Developmentally Appropriate Practices

Opportunities for choice and self-determination are important for all adults, including those with ASD.  Choice-making opportunities have been shown to increase level of task engagement in a small sample of adults with autism.  Some of the choice areas indicated by a measure of self-determination in residential settings for adults include:  major home decisions, staffing issues, employment/daytime activity, personal appearance, leisure/relationships, household appearance/possessions, meals, and household routines (Hatton, Emerson, Robertson, Gregory, Kessissoglou, & Walsh, 2004).  

Access to Natural settings/environments

This is an important and challenging area for adults with autism spectrum disorders.    Studies have found that, despite training efforts, individuals with more severe characteristics of autism are perceived more negatively by others and are less likely to have opportunities to engage in relationships with others in the community.  This is true of co-workers as well as general community members (Hudson, 2004; Orsmond, Krauss, & Seltzer, 2004).  Similarly, a study found that greater independence for adults with autism (e.g., in activities of daily living) seems to correlate with community opportunities (Orsmond, Krauss, & Seltzer, 2004).  Thus it seems that individuals more severely affected with autism or with fewer independence skills are in particular need of intervention and support if they are to participate in their communities.  

A study of adults with autism and mental retardation compared quality of life for those in sheltered workshop employment settings versus those in supported community employment.  Over four years, the sheltered workshop group maintained the same quality of life, while the community supported employment group improved its quality of life and exceeded the quality of life of the sheltered group (Garcia-Villamisar, Wehman, & Navarro, 2002).   The concept of quality of life may reflect a variety of  compelling reasons for emphasizing supported and competitive employment (rather than sheltered employment), including much higher wages and economic benefits, social role modeling available in integrated/natural settings, and the valued role of holding a “real job” in the community.  

Inclusion in faith-based communities is an important aspect of community access.  Churches, synagogues and other key community organizations need training and support to insure full participation of individuals with autism and their families in their congregations.  In many Kentucky communities, the church or faith-based organization serves as a center of community life (Kleinert, personal communication, 5/1/06).  

Table 1.   Personal and Organizational Outcome Indicators (Schalock, 2000)

Personal Outcome Indicators 

Health Status (Dr. Visits, morbidity)

Wellness indicators

Activities of Daily Living

Employment Status

Residential Status

Decision Making/Choices

Self-Esteem/observable contentment

Independence

Inclusion

Social Relations

Rights and Dignity

Organizational Outcome Indicators  

Support Intensity

Staff Turnover

Waiting Lists

Unit Costs

Number Served

Responsiveness

Consumer satisfaction

Normalized environments

User-Friendly environments

Staff Attitudes, Knowledge, and competencies

Table 2.  Overview of Qualitative Workplace Experience Themes 

               (as identified by Muller, Schuler, Burton, & Yates, 2003)

Workplace experiences


Diverse vocational interests (Major)


Patterns of employment and underemployment (Major)


Work as a generally negative experience (Major)


Exceptions to the rule: The isolated vocational experience (Major)

I. Obstacles to successful employment


Mastering the job application process (Major)



Difficulties creating a resume (Minor)



Difficulties filling out the job application (Minor)



Difficulties contacting potential employers by phone (Minor)



Poor interview skills (Minor)



Difficulties coordinating the job search process (Minor)

Adapting to new job routines (Major)



Tremendous effort required to learn new tasks (Minor)



Criticism from supervisors for taking too long to learn new tasks (Minor)



Being fired for taking to long to learn new tasks (Minor)


Communication (Major)



Difficulty processing incoming information (Minor)



Failure to understand instructions (Minor)



Difficulty “reading between the lines” (Minor)



Being fired because of workplace miscommunication (Minor)



Reprimanded for asking too many questions (Minor)


Navigating social interactions with employers and co-workers (Major)



Difficulties with water cooler “chit chat” (Minor)



Difficulties reading facial expressions and tone of voice (Minor)



Sense of being “old” or “different” from workplace colleagues (Minor)

Sense of isolation or alienation within the workplace (Minor)

Being fired for failing to understand social requirements of job (Minor)

II. Recommendations


Job matching (Major)



Jobs building on technical skills (Minor)



Jobs requiring minimal social skills (Minor)



Jobs following clearly defined routines (Minor)



Jobs allotting adequate time for learning new tasks (Minor)



Jobs resulting in minimal sensory stimulation (Minor)



Jobs allowing flexible work schedules (Minor)


Individualized ASD-specific supports (Major)



Assistance with the job search process (Minor)



On-site job coaching (Minor)



Facilitation of workplace social interaction (Minor)



Mentoring Services (Minor)


Communication supports (Major)



Clear and concise communication (Minor)



No “between the lines” communication (Minor)



No vague or incomplete instructions (Minor)



Visual and hands-on instructions as well as verbal instruction (Minor)


Autism Awareness Training (Major)



Training of Vocation Rehabilitation counselors (Minor)



Orientation for supervisors and co-workers (Minor)


Attitudinal supports (Major)



Tolerance of differences within the workplace (Minor)



Patient and caring supervisors or co-workers (Minor)

Table 3.  Model for Job Placement based on Levy’s Trainer-Advocate Model (Levy, 1983) 

1. T-A secures competitive (vs. sheltered) job placement

2. T-A learns job requirements

3. T-A develops task analysis of job and specifies training procedures

4. Individual with autism is introduced to job, supervisors, and fellow employees

5. Training to job tasks begins until criterion is met.

6. Job routine is taught (e.g., clock in, coffee breaks, lunch, etc.)

7. Worker begins production—assuming responsibility for independently fulfilling job requirements.

8. T-A fades involvement and increases that of supervisors and co-workers.

9. Worker functions independently, but with daily check-ins between T-A and immediate supervisor.  As success occurs, check ins are faded to every other day, weekly, semi-weekly, monthly, etc.

10. Permanent employment arrangement is finalized with T-A available if problem occurs that cannot be resolved between worker and supervisor. 

Table 4  Natural Support Focused Dimensions for Supporting People with Disabilities in Good Jobs (Callahan & Garner, 1997; Tyree, 2006)

· Discovering personal talents and interests through personal futures planning

· Introducing the person and promoting his/her unique abilities and developing personal interest with other community members.

· Negotiating/Customizing work that fits—finding ways that personal gifts match employer needs
· Studying the culture of participating businesses—honoring their methods and their means for providing instruction/support for all employees
