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INTRODUCTION

HOW WE CAME TO THIS ACT

Employment remains the issue today for our adult autism group of Northern California, AASCEND (the Autism Aspergers Spectrum Coalition for Education Networking and Development), just as it has been since the start of AASCEND in 1999. Housing, mental health services, and police relations are all concerns, but none holds the same importance as employment to our members.

So it came to be in the pandemic summer of 2020 that we set out to develop an Autism Full Employment Act. At the time, the national economy (especially the California economy) was decimated, and it was clear that it would need to be rebuilt, starting in 2021 and beyond. The Act would be an attempt not only to rebuild autism employment programs, but also to address the limitations and shortcomings of the current system.

In developing employment strategies for the Act, we drew on our AASCEND experiences. We drew on the experiences of other autism groups and practitioners throughout the United States: the state vocational rehabilitation programs and the departments of developmental disabilities, the autism employment initiatives and autism consultancies, and the autism-focused businesses.

The strategies set out in this volume are meant as a starting point, a framework. The details of these strategies remain to be filled in as the Act is developed. The details will be a collective effort: adults with autism joining with family members and advocates. When we started our efforts, we thought of a single Act. An Act may be the vehicle for these strategies, or it may be that the strategies are pursued through multiple legislative or administrative actions.

In late August 2020, we published a short article in Forbes that introduced the concept of the Autism Full Employment Act, and heard from people in the autism community throughout the country who wanted to join the effort. This was not surprising; interest in and commitment to developing a better system of autism employment exist far beyond our AASCEND group.

***

THOUGH WE SPEAK of an Autism Full Employment Act, autism in the Act’s title is best understood as a shorthand and proxy. It is shorthand for a range of other developmental and learning differences that have made steady employment difficult for adults. It is also shorthand for a range of mental health conditions that undermine employment. The strategies set out in this volume are intended to include workers with any of these conditions. Throughout much of this volume reference is made to “workers with autism” or “workers with autism and other developmental differences.” These terms are meant to refer to the broader group of workers.

At a few points in this volume, reference is made to “workers with disabilities.” At AASCEND we do not use this term, as it emphasizes limitations rather than strengths. But it is the term used by the Bureau of Labor Statistics and by most federal, state, and local governments. We use it, albeit reluctantly, when referring to certain government data and program titles.

***

HERE IS a word on my background and the background of Dr. Vismara. My involvement in the employment field started in fall 1979, with a community job training group, the San Francisco Renaissance Center, located in San Francisco’s Mission District, and it has continued over the past forty-one years. During the past decade, I’ve been a volunteer job coach and job developer for adults with autism, facilitator of our AASCEND Autism Job Club, and advisor on individual autism employment programs.

In 2015, I published (with Richard Holden) The Autism Job Club, which chronicled the emerging autism employment efforts, in the context of America’s shifting job markets and job structures. Since 2016, I’ve been researching a follow up project, The Autism City, a broader look at the autism community in the year 2030, envisioning new housing, public safety, and mental health structures, as well as employment structures. This volume draws on research undertaken as part of that project, and the envisioned employment future.

Dr. Vismara and I have been partners on autism employment projects for more than twenty years, meeting in 1999 when we were both in state government. Dr. Vismara (“Dr. Lou” as he’s known in Sacramento) was a prominent cardiologist in California for several decades, before retiring in the mid-1990s to work full time on autism advocacy and programs. He was the autism expert for the California legislature for fifteen years, and the prime mover behind the California Legislative Blue Ribbon Commission on Autism, which led to expanded insurance coverage for autism interventions. He co-founded the University of California Davis Medical Investigation of Neurodevelopmental Disorders (MIND) Institute, now recognized worldwide for its research on the neurobiology of autism.

In Chapter 13 he discusses the employment journey of his son Mark, a man with more severe autism, and in Chapter 14 he analyzes comorbidities. All of the chapters, though, reflect our collaboration, and grow out of ideas we have discussed over the past two decades.

***


THE VARIED STRATEGIES in this volume are rooted in two broad employment policy lessons of the past forty years.

The first is that policy best arises from local experience. In May 1979, thinking of a career in the employment field, I went to see Bill Spring, President Carter’s advisor on job training. I hoped I might get a position with him in the White House. Instead, he told me: “Get out of Washington, DC, go work on a local level, gain local experience.” I departed Washington, DC, that month, and since have lived and worked on a local level. I now give Bill Spring’s advice to young people who want to do something in the employment field. My hope is that young people who want to make a contribution to autism employment will become involved with specific local projects and job seekers. I am happy to say that most are doing so, and you will meet some of them in the following pages.

The second lesson is related to the first: avoid theorizing, as what counts is the end goal of job placement and retention. For five years in the late 1990s and early 2000s, I was director of our state labor department in California, the Employment Development Department. Among the regular refrains then (and now) was that we needed more “coordination of services” or “ending silos” or some other empty system building theory. When the discussion took such a turn, one of our deputy directors, Michael Krisman, would interrupt and say, “What does this mean for the job seeker in Glendale?” That became our mantra for all meetings and proposals.

At one point in The Adventures of Huckleberry Finn by Mark Twain, Jim is locked in a shed on the Phelps’ farm. Huck sets out to steal the keys to the shed, unlock the door, and free Jim. But Tom says it can’t be that simple; they need a hidden tunnel, stolen digging tools, secret messages, and a rope ladder, just as in the adventure books he’s read. A good deal of confusion ensues, including Tom being shot and saved only by Jim’s heroism, and Jim nearly being sent back into slavery until Aunt Polly arrives and reveals he is a free man.


In autism employment, we don’t need to overcomplicate with too many meetings or theories. Often, we just need to get the keys and open the shed door.

***

SIX BROAD STRATEGY areas are set out in the next pages. Interspersed with chapters on these six strategy areas are notes on related issues of “autism talent advantage,” “the autism friendly workplace,” “professionalizing the direct support workforce,” “transitions,” and “comorbidities.” In the final chapter, we consider why no government action or program can replace the employment journey of each adult with autism, but how instead the Act can hasten these journeys.
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THE AUTISM FULL EMPLOYMENT ACT: AN OVERVIEW

The pandemic halts autism employment initiatives, but the upcoming federal recovery efforts provide opportunity to restart and move to the next stages of autism employment. The Act’s main strategies are set out, as are the deeper challenges that accompany these strategies.

Part I: The Recovery and the Next Stages of Autism Employment

Within a few months in spring 2020, the COVID-19 pandemic devastated the American job base and economy, and this devastation continued through the summer, fall, and winter as the economic lockdowns by states were extended. The economic recovery beginning in 2021 and continuing over the next few years will not be a quick rebuilding of the job base. But the recovery can improve several areas of employment in America, one of which is autism employment. The recovery can bring a better system of autism employment—if the autism community can come forward with ideas for such a system and the ability to pursue these ideas.

The Autism Full Employment Act is intended to be part of the recovery. The Act sets out a vision for employment of adults with autism and a set of strategies for achieving this vision. It mixes strategies of extra-governmental and mutual support by the autism community itself, with funding strategies for hiring and retention. It includes employment for adults with a wide range of skills and aptitudes.

Over the past decade, autism employment initiatives have multiplied and developed in sophistication across the country. “Autism at Work” programs at major companies have grown in number and participants beyond the early adapters. So too have the past few years seen the growth of both the autism workforce consultancies, partnering with employers in recruitment and retention, and the autism-focused businesses, dedicated to hiring directly adults with autism.

The pandemic halted or slowed most of these efforts. Hiring among the “Autism at Work” programs came to a standstill in March 2020, as did much hiring through the consultancies. The autism-focused businesses struggled to hold on to the program participants they had.

As the overall economy restarts in 2021 and beyond, these autism employment initiatives will restart also. But restarting should not be the end goal. Even in the halcyon economic times before the pandemic, these initiatives reached a small percentage of adults with autism; and even those adults they reached usually had a very precarious hold on their jobs.

The post-pandemic rebuilding offers the chance for building on and refining the effective hiring and retention initiatives that have been undertaken, and developing new ones in the private sector, especially in universities, foundations, and large nonprofits. It offers the chance to open hiring more widely in state and local governments—which have urged private employers to hire adults with autism, but have done little in their own workforces.

Further, it offers the chance to achieve other goals: designing fuller employment for adults with autism who are the more severely impacted, experimenting with new forms of public service employment, expanding the mutual support networks for job search and support, and developing a new cadre of autism employment practitioners.


The autism employment efforts of recent years have tapped into an enormous wellspring of energy and desire to work among adults with autism, family members, and advocates. The post pandemic efforts will similarly need this participation.

Part II: The Main Elements of the Autism Full Employment Act

There is no one strategy, no big idea, no “hedgehog” that will make for a better autism employment system. Rather there are a number of strategies.

Some of the strategies in the Act will be ones that require government action or funding—such as the growth of the autism workforce consultancies and autism-focused businesses and autism hiring in state and local governments. However, others—the autism job clubs, the autism advocacy within companies, and “autism friendly” workplace culture—are included to raise the profile of these strategies, and do not require government investment. The Act will have a hortatory function, in pointing to important mutual support and self-help approaches, and workplace shifts.

The introduction of the strategies in this chapter and discussions in the following chapters are a framework. The details of each of the strategies—the forms of, say, the incentives for private employers, or the expansion of the mutual support activities—remain to be filled in by persons in the autism community joining together, and in partnership with private employers and other hiring entities. Not one of us in the autism community, individually, has the breadth of experience and knowledge to design legislation. It is only by pooling experiences and expertise that we can do so.

Six broad strategy categories stand out from autism employment experiences of the past few decades.

1. Expanding hiring initiatives in private firms, large and small

The past decade has seen an explosion of autism employment initiatives in the private sector, including with some of America’s largest employers. The next system will continue to be based in the private sector, building on the effective structures that exist.

The “Autism at Work” initiative is the best known of the private sector autism employment programs. Since the first “Autism at Work” program was launched by the worldwide software firm SAP in 2013, the initiative has expanded to twenty of the largest companies in the United States, including Microsoft, JPMorgan Chase, and EY. The initiative has succeeded in hiring and in developing new structures for retention.

At the same time, the number of direct hires among the “Autism at Work” firms is modest after seven years, totaling fewer than eight hundred by mid-2020. Further, most of the hires are adults with autism who have sophisticated software engineering, coding, or other tech-related skills, and the hiring processes are very competitive.

Beyond “Autism at Work” are other initiatives in private sector hiring. These initiatives are pushed forward by the new autism workforce consultancies, and by the autism employment research and implementation centers that have sprung up across the country, at Cornell, UCLA, Drexel, UC Davis, and Stanford. The largest number of placements continues to be done by the established disability employment providers, such as Goodwill and The Arc. But all of these efforts taken together represent a small segment of adults with autism. The providers all report their job candidates today far outnumber the openings, and each placement is a struggle.

Expanding autism employment in private firms will start with the inter-employer and intra-employer networks. Employers reaching out to other employers has been the most effective means of marketing targeted employment projects from the job training programs of the 1960s to the present. Employers currently involved in autism employment initiatives will be persuasive advocates today—especially as these employers achieve and document placements and retention, and can be transparent about difficulties encountered.

Family members and friends have been important advocates within their companies for autism initiatives, utilizing intra-employer networks. The autism initiatives at SAP, Microsoft, Hewlett Packard, Enterprise, and many lesser-profile companies were the result of family members within these companies pushing the company leadership to start these initiatives.

Beyond these networks, a structure for expansion lies in the emerging subindustry of autism workforce consultancies, such as Integrate, Next for Autism, Uptimize, and EvoLibri, that the Act should look to invest in. These consultancies offer promise for expanding structured autism initiatives in large firms, and to an even greater extent in midsize and small businesses.

The current consultancies are providing customized recruiting, hiring, job coaching and counseling, and showing positive outcomes. They are staffed for the most part by professionals in the autism employment field, who come from backgrounds in business. They are able to aggregate expertise and costs among firms.

The subindustry of consultancies is a modest one at present, with limited financial resources. But with some government investment, it could grow. It could engage the midsize and small businesses that do not have the resources for structured initiatives, and have largely been absent from autism employment initiatives.

2. Expanding employment in universities, foundations, and major nonprofits

Universities have been notably absent as participants in autism employment initiatives. So too have private foundations and large nonprofits been absent. This is so even though these institutions often have greater flexibility and more relaxed work environments than other private sector firms, and even though they often congratulate themselves on their diversity and social goals.

These institutions should be the target of advocacy efforts by employees within who are autism advocates, as well as advocates outside. Universities that receive millions of dollars in autism research funds and non-profits that receive millions of dollars in social services funds should be called on to be consistent with their missions in their own hiring processes.

3. The Autism Job Clubs and mutual support

The Autism Job Clubs are a major form of mutual support: adults with autism and family members and advocates coming together to help each other with job leads, advice, and encouragement. The Act may include modest funding for their replication across the nation. Mainly, though, the Act will highlight their importance—the roles of adults with autism and family members joining together outside of government—and identify the elements that make for an effective Job Club.

4. Local and state governments have urged private employers to hire adults with autism, but have not done so in their own workforces.

Local and state governments have encouraged private sector employers to hire adults with autism and other developmental differences, but have not hired these adults in their own workforces, on any scale. Twenty-two state governments have taken actions under the State as Model Employer program for workers with disabilities, but a good number of these actions have been actions of process, not results.

Results will come through putting in place some of the same models of retention and support and workplace culture that have been developed in the private sector. Results also may come through setting goals specifically for workers with developmental differences, with enforcement mechanisms.

5. Autism-focused businesses, with the specific mission of hiring adults with autism, are now in a range of tech and non-tech fields. These businesses occupy a small, but important, hiring niche.

Ultranauts, Ventures ATL, Extraordinary Ventures, Spectrum Designs, and Daivergent are a few of the autism-focused businesses, with others being established on a regular basis. They are filling a hiring niche, particularly for adults who are not finding jobs in mainstream employment. Their growth lies in investment and support within the autism community and by connecting to the contracting, capital access, and wage subsidies of the broader social enterprise movement.

6. The next system will give more attention to employment for the more severely impacted, including integrated employment and subsidized employment in public service positions.

The majority of the autism employment initiatives in recent years have focused on adults with autism who have advanced skills. The next system will give more attention to employment for the more severely impacted including: new forms of congregate employment, more fully subsidized integrated employment, and subsidized forms of public service employment.

Part III: Jacob Wrestling with the Angel

In developing these six strategies, we must be able to go beyond much of the conventional wisdom and common discussion of autism employment. As in the biblical story of Jacob wrestling with the Angel, we must wrestle with rarely acknowledged and uncomfortable truths. The notes interspersed in this volume raise some of the challenges to be addressed.

“Autism talent advantage”: Autism talent advantage is a common phrase among advocates, usually associated with technical skills or memory skills, or some other forms of savant skills. But we’re finding that the technical skills are present in only a small segment of the adult autism population, and memory and savant skills are not easily fit into the job market. If we are able to look deeper, though, we will find other skills and characteristics that are truer job advantages.

“Autism friendly” workplace: Similarly, “autism friendly” workplace is included in many of the advocate manuals on autism employment, referencing lighting, sound modifications, or quiet spaces. But these physical improvements rarely go to the core obstacles for successful employment. The true “autism friendly” workplace will be one with a culture, distinct from most workplaces today, that balances business needs with forms of flexibility and patience.

“Professionalizing” the direct support workforce: The direct support workforce—the job coaches, job counselors, and independent living coaches—provide the front lines of employment programs. As one long time disability services administrator noted in a recent California state legislative hearing, “All our grand plans for service design, quality assurance, monitoring, and accountability do not amount to a ‘hill of beans’ if the relationship between the direct support professional and the individuals receiving the support is not a quality relationship that can be sustained, consistent over time.”1

Yet, the current direct support workforce is characterized by high turnover, uneven training, and little cohesion as a profession or craft. “Professionalizing” this workforce needs to get far more attention. One element of this “professionalizing” will include salary levels, but money is only one part. There is a new level of training and commitment that should accompany any salary increases.

Falling off the Cliff and Transition: Just among youth with a diagnosis of autism, an estimated 750,000–1,000,000 will turn eighteen over the next decade. “Falling off the cliff” is the term often used by worried family members and advocates, as the wide range of educational and behavioral services provided by local school districts can end abruptly at eighteen. In fact, the resources for “transition,” often free of cost, are considerable. In designing a better autism employment system, we need to look at why these resources are not being accessed, and whether these resources are the most effective.

Comorbidities and Mental Health Conditions: Perhaps most importantly, we need to confront the powerful mental health comorbidities that undermine employment. Such comorbidities as obsessive compulsive disorder, anxiety disorder, and major depressive disorder have neurological ties to autism. They bring impediments to job success that are far more serious than failure to make eye contact or understand social cues.

***

THESE ARE SOME of the deeper challenges to wrestle with as we build a better autism employment system. There are others connected to advocating for additional government roles or funding.

Any advocacy must look hard into the performance of previous employment funding for adults with developmental differences and be willing to acknowledge shortcomings. In my first years with job training and anti-poverty programs (in the early 1980s), the lack of introspection among advocates stood out. Any criticism of the federal anti-poverty programs was met by advocates with “We didn’t spend enough money.” It was easy to see that this was not accurate, that the programs often suffered operational and conceptual deficiencies. Over time, anti-poverty advocates lost credibility with their unwillingness to be honest about shortcomings.

Along the same lines, autism employment advocacy cannot take for granted the case for additional resources. This case must be made, recognizing the many competing groups. Federal, state, and local officials are inundated with calls for other projects connected to employment, and other targeted employment groups. What claim do we in the autism community have on additional employment resources?

In the next chapter, we start with the autism employment vision on which the Act is built. We consider the meaning of “full employment” in terms of workers with developmental differences, and this meaning in the context of the concerns about a coming shortage of jobs due to automation and technology.


NOTE

1. Eric Zigman, “Panel Remarks for California Senate Subcomittee 3: Provider Rate Study and New Rate Setting Methodology,” Sacramento, May 9 2019.
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THE ACT AND EMPLOYMENT IN THE LIVES OF ADULTS WITH AUTISM

The Act sets out a vision of employment for the range of adults with autism. This vision is discussed, as is the meaning of “Full Employment” in the title of the Act and the relation of the Act to concerns that automation and technology are leading to a shortage of jobs across the economy.

Part I: The Meaning of “A Place in the Job Market”

A place in the job market for all adults with autism who want to work: this is the vision that the Act is built on. The vision includes people with college degrees and those who have not completed high school, people who have an active network of family support and those without, and people with comorbidities and mental health conditions that have been obstacles to jobs.

The relation of the autism community to paid work is at times a complicated one. A significant number of adults with autism receive Supplemental Security Income (SSI) benefits, which include a monthly amount (roughly around $783 monthly) as well as health benefits. They, and especially their family members, are often reluctant to risk the loss of SSI upon going to work.


The federal government has made several attempts in the past two decades to encourage employment by allowing SSI recipients to work and maintain a part of their income. The current system allows SSI recipients to keep a portion of their SSI cash benefit, even as they are employed, and to keep their health benefits for at least a period of time.1 Despite this more flexible structure, many families fear any change or disruption in SSI benefits. They have gone through considerable paperwork, forms, phone call holds, and appeals to get on SSI, and don’t want to take the chance of having to go through the process again. They are correct: dealing with the SSI bureaucracy or related bureaucracy of Social Security Disability Insurance (SSDI) is maddening. Better SSI and SSDI structures remain to be built.

But among the adults who are not on SSI (and even among many who are), by a large majority they say they want to be part of the job world. Surveys and focus groups of adults with autism find they and their families do not have ambivalence about jobs. They want to work for the same reasons as other workers: a role in the economy, income, and a place to go to outside of the house each day. The community agencies providing services to adults with autism report similar findings.

During the pandemic in 2020, our AASCEND Autism Job Club halted operations in March, and reopened only in late June. By that time, most of our members had been laid off, furloughed, or given limited hours.

When we had our June meeting, members talked about how much they wanted to return to their workplaces. Adults with autism are often described as not being social, as desiring solitude. But nearly all members said what they missed most was getting out of the house and having a workplace to go to. Everyone agreed they were “zoomed out,” tired of online connections, wanting to return to the life structure of a job.

Dr. Bryna Siegel is one of the pioneers of autism studies who has been providing services and therapy to youth and adults with autism since 1972. In her most recent book, The Politics of Autism, she questions the role of parents and other family members in pushing youth with autism to pursue education and work paths that may not be realistic or in the youth’s best interest. Siegel argues that youth with mild/moderate autism are too often being directed by parents into college tracks and college, only to drop out. Many would be better off pursuing vocational tracks in high school. Other youth with moderate to severe autism would fare better in informal work arrangements with relatives (helping in a family landscaping business or retail business).

Siegel challenges us to think more fully about the employment strategies undertaken. But Siegel also is clear in her therapy and writing on the importance of employment and purposeful activity.

Our AASCEND adult autism group has workgroups on autism housing, police relations, and health care, as well as employment. By far, employment gets the greatest interest and participation.

David Platzer, an anthropologist, is one of our AASCEND board members who has a brother with autism who is in his thirties. A few years ago he wrote about his brother in a summary worth quoting at length:


My brother is currently looking for work as a life guard, but his last job was nearly a decade ago. He has an incredible way of looking at the world and a lot to offer everyone he meets. But he also has problems with attention, anxiety, and other things that make productivity hard for him. He struggles with social cues, and, like (Temple) Grandin, describes human behavior as a little bit mysterious. To be blunt, people sometimes find him odd. And so most jobs he has had have not lasted for more than a few months at most. He is also isolated socially, though he would very much like a less lonely existence. He may not bring a competitive advantage as the term is commonly used, but it’s hard not to see some role in the job market as good for him and good for the broader society.2



The brother’s desire for work and the difficulties he’s encountered will be familiar to many of us in the autism community—adults with autism and family members.


Part II: The Meaning of “Full Employment” and the Dearth of Data on Autism Employment

The Autism Full Employment Act refers to “Full Employment.” A word is in order on the historical uses of this term in federal legislation, and its meaning in the context of autism employment.

Other federal legislative proposals in the post-World War II period have spoken of “full employment,” including two that were enacted: The Employment Act of 1946 and the Full Employment and Balanced Growth Act of 1978. Both served mainly to set out “full employment” as a goal. They referenced fiscal and job creation policies that the government might use—though they did not mandate any policies.

The Employment Act of 1946 reflected the widespread Keynesian view of the time: America needed to embrace active fiscal policies, and even direct job creation, to keep unemployment low. The memory of the Great Depression was strong. The previous year, a Full Employment Act of 1945 had declared that “all Americans . . . are entitled to an opportunity for useful, remunerative, regular and full-time employment” and charged the federal government with providing “such volume of Federal investment and expenditure as may be needed.” The 1945 Act failed to pass, but did give rise to the 1946 Act that set out a goal of full employment, while requiring it be balanced with other economic goals, particularly price stability and the limiting of the inflation rate.3

For the next thirty years following the 1946 Act, unemployment nationally remained low. When it began to climb in the mid-1970s, Senator Hubert Humphrey returned to the idea of full employment legislation. With Representative Augustus Hawkins, Humphrey introduced legislation in 1976 that, two years later, became the Full Employment and Balanced Growth Act of 1978 (known also as the Humphrey Hawkins Full Employment Act). This time a specific target of full employment was set out as no more than a 3 percent unemployment rate for people twenty years or older.


The original legislation set specific strategies to achieve this goal, including the use of public sector job creation (termed “reservoirs of public employment”) and aggressive rates of government spending. In the final legislation, though, the strategies were cast as options, but not required. The Act also announced that primary reliance for reducing unemployment would be on private sector initiatives. In the years since 1978, no major “full employment” Act has been passed.

The Autism Full Employment Act does not set a specific unemployment rate to be enforced or even aimed at. It uses the term “full employment” as an aspirational goal for all adults with autism who want to work.

A main reason for this is that we know little on the current status of employment among adults with autism. Researchers at Drexel University’s Autism Institute have been among the most active in trying to quantify autism employment rates. In 2017, Drexel published its latest “National Autism Indicators Report” based on a survey of 3,520 working age adults with autism, eighteen to sixty-four years of age. The survey, which attracted wide attention in the autism community, reported that only 14 percent of the adults held a job for pay in the community. The remainder were either in unpaid activity (54 percent) or in no work or day activities (27 percent).4
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