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Abstract. This study examined the perspectives of people with psychiatric disabilities and employment service providers regarding
factors that most directly help or hinder consumer efforts to obtain and maintain employment. Forty-four adults with serious
mentalillness (SMI) (consumers) and 30 providers participated in 12 focus groups across Massachusetts. We began both consumer
and provider groups by posing two broad questions: 1) what factors most help people with SMI get and keep jobs (facilitators),
and 2) what factors most prevent people with SMI from getting and keeping jobs (barriers)? Data were analyzed qualitatively and
both person and environmental factors were highlighted. Among facilitators, participants agreed that quality consumer-provider
relationships and individualized employment services are most instrumental in helping consumers achieve employment goals.
Participants identified a range of environmental barriers, including issues related to the service system, entitlement programs,
non-human resources, and social stigma. Implications for services are discussed.

1. Introduction

As many as five million adults in the United States
have a serious mental iliness (SMI) [38,52]. Data from
multiple sources suggest that only 15% of adults with
SMI are employed at any one time [21,44]. Further-
more, persons with “mental impairments,” including
SMI, comprise the fastest growing and most enduring
group of people receiving Supplemental Security In-
come (SSI) and Social Security Disability Insurance
(SSDI) benefits [26]. Yet despite these statistics, many
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individuals with SMI express a desire for work and au-
thors have begunto elucidate its meaning and role in the
recovery process [6,21,44,48,51]. For these reasons,
employmentservices are increasingly considered a crit-
ical component of the mental health service system [3,
13].

Although specific approaches vary to some extent,
supported employment (SE) services for people with
SMI generally help people obtain integrated prevailing-
wage jobs of their choosing and provide on-going sup-
ports as needed [40,44]. SE is now considered an
evidence-based practice for people with SMI [12,17].
Across several studies, research shows that when peo-
ple with SMI are enrolled in specific employment-
focused services, they achieve employment outcomes
that are superior to those achieved by people receiving
standard services, such as day treatment [12,13]. Al-
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though such findings are encouraging and clearly show
that people with SMI can work, data from even the
most successful SE programs point toward high drop-
outrates and job placements that are typically part-time,
low-skilled, and minimum wage, lasting 6—9 months
on average [13,32].

Thus, despite innovations in services, people with
SMI continue to encounter significant barriers to
achieving continuous, skilled employment beyond the
entry-level. What accounts for this substantial work
disability among people with SMI? Contemporary
models of disablement, such as the World Health Orga-
nization’s International Classification of Functioning,
Disability and Health (ICF) view disability as multi-
dimensional, resulting from health, personal and envi-
ronmental conditions [2]. Thus, while a health con-
dition may be associated with impairments and limi-
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2. Method
2.1. Recruitment sites

Through contracts with multiple agencies, the Mas-
sachusetts Department of Mental Health (MA/DMH)
funds a range of community-based rehabilitation pro-
grams in six geographic areas. These programs serve
people with SMI who meet MA/DMH criteria regard-
ing diagnosis and functional status and include Club-
house, supported employment, and day rehabilitation
programs. The three program types have certain key
differences with respect to employment services. The
clubhouse model of psychiatric rehabilitation has been
widely described in the literature [8,25,36]. Club-
houses provide services within an intentional therapeu-
tic community. Structured work-focused activities are
available throughout the day within the club, and mem-

tations that can restrict participation in a valued role bers can obtain integrated employment in the commu-
such as work, characteristics of the person that are un- Nity through a variety of options. Transitional em-
related to the health condition and environmental fac- Ployment (TE), most commonly associated with Club-
tors may moderate these effects, acting either as facili- NOUses, involves part-time, time-limited, entry-level,
tators or barriers. Mental health researchers and advo- Prévailing-wage employment in agency-owned jobs
cates have begun delineating barriers that range from tha’? a(rjg %eVﬁlopedLortheCfngb &ts fz?wholzrathe:kt]hqn kf)or
person characteristics like symptom severity and work an indivigual member. LIub stafl provide on-the-jo

) o . ; training and support for members placed in TE jobs, and
history to characteristics of the job and environmental

. : guarantee coverage for absent workers [10,43]. When

factors such as problems negotiating entitlement and

. a member completes the pre-determined duration of
human service systems [1,5,31,40,46,53]. These data o job placement (commonly 6-9 months), another

suggest that employment is influenced by a myriad of ' memper is offered the job. Clubhouses also provide
faCtOI’S, Only some of which are addressed by current individua“zedjob development and Supported emp'oy-
rehabilitation practices. ment services, helping members obtain their own time-
While certain barriers are commonly acknowl- unlimited, part- or full-time jobs [29]. Clubhouse staff
edged [40], few studies have investigated the perspec- function in a generalist role in that they assist mem-
tives of those on the "front line" of services; namely bers with not only employment, but also any commu-
consumers themselves and direct employment service nity living needs members may have (e.g. housing,

providers. In particular, a consumer perspective and
focus on facilitators as well as barriers has not been
fully explored regarding employment for people with

SMI [27]. Input from these stakeholders can help elab-
orate which factors are most important and pinpoint
possibilities for change [14]. As mental health re-

searchers increasingly turn to qualitative methodolo-
gies to elicit rich phenomenological data, focus groups
appear to be particularly useful for disentangling com-
plex phenomena(7,20,42,47]. The primary goals of the
current study were to develop a stakeholder-informed
perspective regarding factors that influence employ-

entitlements, education, social and other health-related
needs). Across the state, 29 Clubhouse programs serve
approximately 5200 DMH clients at any time.

In contrast to Clubhouses, supported employment
programs in the Massachusetts (known as Services for
Education and Employment, or SEE) are staffed by
employment specialists who provide individualized job
development and placement services for DMH clients.
SEE programs employ principles of both the Individual
Placement and Support and the Choose-Get-Keep ap-
proaches to supported employment and education [9,
22]. SEE employment services emphasize rapid place-
ment into competitive, permanent supported jobs of the

ment success and to generate recommendations rele-client’'s choosing. SEE programs do not use agency-

vant to employment services.

owned jobs, and typically offer very limited in-house
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programming (although many offer computer training
programs). SEE staff typically sit on integrated service
teams, so that employment services are coordinated
with other clinical services that clients receive [11].
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2.3. Participating providers

We also used a purposive sampling approach to re-
cruit provider participants. We limited employment

The 20 SEE programs in Massachusetts serve approx- Service providers to those working in Clubhouse or SEE

imately 2000 clients.

Day rehabilitation programs in the state are not based
on a specific service model, but focus on pre-vocational,
social, and daily living skill development. Typically, di-
rect employment services are limited, but program staff
may refer clients interested in employment to Club-
house or SEE programs. The 20 day rehabilitation
programs serve approximately 1100 clients.

2.2. Participating consumers

We employed a purposive sampling approach to re-
cruit working age consumers between ages 19 and 59
who were active clients in at least one of the three re-
habilitation program types [37]. In order to capture a

programs because these programs directly provide em-
ployment services, while day rehabilitation programs
do not. We sent invitation letters describing the study
to program directors, who distributed letters to staff
who directly provided employment services. Potential
provider participants called us to volunteer. The small
number of volunteers did not warrant random selection
of participants. Instead, all volunteer providers were
invited to participate.

A total of 30 providers participated in six focus
groups, rangingin size from two to six people. The ma-
jority of providers were female (80%), White (86.6%),
with a mean age of 385D = 11.44, range= 22 to
64). Providers came from Clubhouse=£ 17, 56.7%)
and SEE programs(= 13, 43.3%), and reported hav-
ing worked in the rehabilitation field an average of 9.5
years §D = 7.15, range= 0.5 to 26). Most held

range of perspectives, we sought consumers who were graduate degrees (40%) or Bachelor's degrees (40%)

employed, unemployed but actively looking for work,
and unemployed and not looking for work. We sent

and seven (23.3%) individuals identified themselves as
being a licensed or credentialed provider (e.g. licensed

recruitment letters and announcements to the directors social worker, rehabilitation counselor).

of programs throughout the state to post within their
programs, instructing interested consumers to contact
the authors to volunteer. To obtain a sample of 60 con-
sumer participants, we randomly selected 10 volunteers
from each MA/DMH area and invited these individuals
to attend.

A total of 44 consumers participated in six focus
groups, ranging from four to 10 people. The major-
ity of consumers were male (56.8%), White (88.6%),
never married (61.4%), and reported being consumers
of mental health services for over 10 years (65.9%).
The mean age was 41.4 yeasl{ = 8.37, range=
22 to 59). Only four (9.1%) participants had less than
a high school education, while the majority (65.9%)
had attended some college or technical school. At the
time of the study, 50% of participants were employed,
working from four to 40 hours per week (meanl4).
Only two worked more than 20 hours per week. Of
the 22 unemployed consumers, only six (13.6%) were
not looking for work. Thirty (68.2%) participants were
recruited from Clubhouses, six (13.6%) from SEE and
five (11.4%) from day rehabilitation programs. Six
Clubhouse members (13.6%) were also receiving SEE
services at the time of the study.

2.4. Focus group procedures

Two focus groups — one with consumers only and
one with providers only —were held at centrally located
case management sites in each of the six MA/DMH ar-
eas, for a total of 12 groups. Groups met once for 2 1/2
to 3 hours and were co-moderated by the two authors.
At each meeting, we introduced ourselves as indepen-
dent researchers, provided an overview of the study’s
purpose, reviewed consent forms, and obtained written
consent from each participant. Participants also com-
pleted brief demographic data forms. We began both
consumer and provider groups by posing two broad
guestions: 1) what factors most help persons with SMI
get and keep jobs (facilitators) and 2) what factors most
prevent persons with SMI from getting and keeping
jobs (barriers)? We used non-assumptive probes and
follow-up questions to encourage participants to elabo-
rate and provide examples from their own experiences
and/or the experiences of others they knew [30,39]. We
also asked participants to recommend strategies to di-
minish barriers or enhance facilitators that had been
discussed. Not surprisingly, provider and consumer
ways of talking about these issues differed consider-
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ably. Providers typically abstracted from their expe- 3. Findingson barriersand facilitators

riences working with multiple consumers, while con-

sumers most often told personal stories abouttheirown  While data indicate that focus group participants
employment experiences. Group sessions were audio- viewed employment success as being related to one’s
recorded. We also took field notes during each session, psychiatric condition to some extent, a person’s mental
including recording participants’ comments on large jliness was not considered the most important barrier to
flipchart paper to help participants keep track of the employment. Across all focus groups, both consumer
factors discussed. Each consumer was paid $35.00 for gpg provider participants emphasized the importance
participating, but providers were not paid. of person characteristics beyond the iliness, and most
importantly, environmental factors acting as either fa-
cilitators or barriers. In Table 1, we summarize ma-

Handwritten field notes were typed and audiotapes jor person and envir_onmental facilitators and barriers
were transcribed verbatim by a professional transcrip- identified by our participants.
tionist, and then checked by the two authors for ac-
curacy. Using “grounded theory” methods [50], anal- 3.-1. Person factors
yses began immediately after each pair of consumer
and provider groups were held. Each author separately 3.1.1. Psychiatric symptoms and disorders
reviewed typed field notes to identify an initial set of While participants acknowledged that controlling
codes (themes), and then undertook a line-by-line open symptoms is integral to work success, symptoms and
coding of the transcripts to further identify emerging diagnoses were not emphasized relative to other fac-
themes. Consumer and provider transcripts were ini- tors. When consumers spoke of their mental illness,
tially analyzed separately. In the initial stages of the they focused pragmatically on how it can amplify on-
coding process, we wrote analytic memos that helped us the-job stress. For example, one consumer shéiviad,
identify and track themes and to create provisional con- own physical and mental stress sort of gets triggered
ceptual categories. Emerging themes were examined off and instead of being in a stress situation like a nor-
to determine if they were consistent with existing cat-  mal person would have, I'm five times as anxious as |
egories or represented new categories. This constant-should be for that type of stressSome consumers de-
comparative method continued as new themes emerged scribed experiencing anxiety and a fear of relapse as an
and new categories and subcategories were developed,nwanted consequence of employment success. After
and linked [15,50]. Because we began data analysis yeceiving a first paycheck, one consumer explaitied,
immediately after initial focus groups, we were able ¢ very excited. . thinking oh now I'm gonna have a
to continuously confirm and refine emerging themes ;e episode. . callupthe FBI. .. itbothers me that
and categories with participants in later groups. In this whenever things start going good, | say ‘Oh-otBbth

\t/)vgy%irr])artlmpaﬂts mn Iie:;er ?tror?tpsr servedinln at p;?rh?ne' consumers and providers suggested that someone with
€ting capacity, a portart process in establishing poor symptom control might have difficulty working,

credibility of_qualltatlve data [37]. yet they emphasized the therapeutic effect of work it-
As analysis progressed and data appeared S"JlturamdSelf One provider observetThere are members who

it became apparentthat certain person and environmen- """ P . T

tal factors were consistently discussed by participants. canwork through.... their hallucma}mns be_cause tf?ey

Our final step in the analysis was to determine if our 2/Ways have them . so when they're working they've

conceptualization of both person and environmental fa- 1€aned how to tune them outIn general, providers

cilitators and barriers provided a genuine reflection of agreed thatnosingle diagnosis posed a greater employ-

the participants’ perspectives. To do this, we invited all Ment barrier than others.

participants to a final focus group to share our analy- _ _ ) _

ses. Inthis final member checking session, participants 3-1.2. Skills, attitudes and life experiences

helped us to make final revisions to our analysis and ~ Consumers with a range of work skills and experi-

recommendations. In addition, over the course of the €nces, especially in technology fields, were seen by all

study we held two additional peer de-briefing sessions participants as having clear advantages over less expe-

where we presented preliminary analyses to groups of rienced and less educated consumers. Similarly, both

consumers and employment service providers not di- consumers and providers viewed having good social

rectly involved in the study. These efforts helped con- skills and a variety of interests as a fundamental part of

firm the credibility of the data. fitting in on the job. This more subtle quality of being

2.5. Data analysis
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Table 1

173

Person and environmental facilitators and barriers to employment

Facilitators

Barriers

PERSON FACTORS

Symptoms and Psychiatric Disorde€oping with symptoms

Skills, Attitudes and Experiences

ENVIRONMENTAL FACTORS
Rehabilitation services

Mental health and other services

Entitlement Programs

The Economy, Jobs and Non-
Human Resources

Relationships and Stigma

— Symptoms under control

— Able to work despite symptoms
Having relevant skills

— Work skills

— Social skills

Being motivated to work

— Belief in self

— Higher work expectations

Relevant interventions

— Skills training

— Individualized interventions

— Ongoing support as needed

Positive relationships

— Client-provider partnership

— Mutual warmth, trust, respect

— Encouragement

Connection to a program

— Support from other clients

— Seeing others succeed

Good service coordination

— Integrated team meetings

— Good communication among providers
A Recovery expectation among providers
— Shared value regarding work

The Economy

— Strong local economy

Jobs

— A “just-right” challenge

— Clear expectations

— Supportive employers

Non-human resources

— Adequate finances

— Adequate transportation

Relationships

— Recognition and support from family
and friends

Symptoms interfering with work
— Feeling stressed on job

— Afear of relapse

Limited skills

— Limited education

— Limited prior work experience
Limited motivation

— Low work expectations

— Dependence on entitlements

Irrelevant Interventions
— “Ceramic elephants”
Disrupted relationships
— Staff turnover

Poor service coordination

— Poor communication among providers

— Conflicting expectations across programs
Low expectations among providers

— Valuing “therapy” or medications over work
— Limited work expectations

SSDI/SSI Disincentives

— Trial work periods and earning limits
Social Security System complexity

— Overwhelming application and review processes
— Lack of easy access to information

— Misinformation and “horror stories”

— Discourteous SSA workers

The Economy

— Weak local economy

Jobs

— Limited opportunities offered by employers
Non-human resources

— Limited money for clothes or childcare

— Inadequate public transportation

Relationships

— Family members’ fear the stress of work

— Family members’ fear of giving up benefits
Stigma

— Negative attitudes of providers

— Negative images in the media

— Internalized stigma

able to fit-in at work was captured by one provider’s
comment:“If you don’t have any interests, then how
are you going to express yourself on an interview? How
are you going to be that personable personhow are
you going to have lunch with you co-workers?”
Equally important to work skills, participants noted
the relevance of attitudes and age-related life experi-

ences. Of these, consumers and providers most em-
phasized how positive attitudes can act as facilitators
to employment. One consumer shared her perspective:
“What it comes down to, you can look at something
and you can take it one way or the other if you take
your mental iliness as debilitating, then it is going to be
debilitating for you, but there are always ways you can
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grow around things if you look to themIn contrast,
all participants acknowledged how over-dependency on
mental health and entitlement programs creates barri-
ers that can undermine work motivation. One provider
commented;There’s a definite fear of losing benefits
and entitlements. [A sense of] ‘| want to work so | can
live more comfortably, but | also want to be taken care
of’ ... kind of wanting it all”

Finally, providers mentioned how age-related expe-
riences can be both a barrier and facilitator to employ-

ment success. While younger consumers were seenand it doesn’t work . .

as less institutionalized and as having higher work ex-
pectations, they also were seen as likely to minimize
the impact of their illness. On the other hand, older
consumers were viewed as realistic and reliable, but
potentially more institutionalized with lowered work
expectations. One provider explained: think the
younger the people.. the broader the expectations.
They are more open to getting a degree and going to
college, less in the cycle of only having an entry-level
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were seen as increasing consumers’ ability to compete
in today’s workplace.

Both Clubhouse and SEE providers talked of the
importance of individualized, person-centered ap-
proaches, matching jobsto consumerinterests, and pro-
viding supports for as long as people need them. A
SEE provider whose program emphasizes rapid place-
ment said,l guess each person is different. some
people need to get right in and get a job, some people
need to volunteer, and still others try a job a few times
we say ‘you need some more
support .. let's try [a Clubhouse] again’ . Similarly,

a provider from a Clubhouse noted that while many
of their members want competitive jobs of their own,
“... not everybody is necessarily looking for that
some people are content just being involved on a part
time basis [through TE] and staying connected with
the Clubhouse to maintain their health’Above all,
providers emphasized the need to individualize inter-
ventions,[You've] got to find the hook for people, be-

job. It's the difference between the ones who have been cause everybody has a reason that they’re going to want

raised in the community and the ones that have been
institutionalized.”

3.2. Environmental factors

Service systems issues, particularly related to reha-
bilitation and mental health services, were key themes
throughout all discussions. In addition, participants
emphasized broader environmental factors relating to
entittement programs, the economy, jobs, and non-
human resources, stigma and social supports.

3.2.1. Rehabilitation services
3.2.1.1. Specific service strategies
Providers representing different employment mod-

to stay with their job.” Both consumers and providers
lamented the prevalence of interventions that seemed
irrelevant to work, particularly in inpatient settings.
One provider related the experience of a consumer with
whom she had worked[he said] he had been hos-
pitalized time and time again, but he never got well,
because the only expectation was that he would paint
ceramic elephants”

3.2.1.2. Relationships with service providers and
programs

All participants drew special attention to the impor-
tance of warm, trusting, and respectful partnerships
between providers and consumers, acknowledging the
time such relationships need to develop. One consumer

els articulated a host of common experiences and had said,“What | found helpful was the person was just a

similar perspectives regarding helpful approaches. For

nice person and we got along and his [job] contacts

example, both Clubhouse and SEE providers described were just perfect” Another added;I'm treated as

using in-house training opportunities, such as computer
training and job preparation training for interviewing,
“dressing-for-success” or disclosing on the job. Many
Clubhouses offer computer training provided in the
context of the work-ordered daiin the Clubhouse . .

[our members] want a better quality job. So in or-
der to get them those types of jobs, they are going to
need those skills” This approach was echoed by a
SEE provider who said\We have groups. . [that ad-

equal, I'm not considered, ‘oh you're less than ‘cause
you're only a member. 'Providers spoke of the impor-
tance of being hopeful as consumers try joti3nce |

get to... know somebody, | can say, ' | think this

is the time for you and this is a good spot for you! My
faith in them [is important]. .. they trust that I'm not
going to ask them to do something they're not able to
do.” Conversely, both providers and consumers viewed
the development of supportive, mutual relationships as

dress]job readinessissues. And then we have computerbeing inhibited by high staff turnover.

classes which has turned out to be a nice way to get
some people startedThese educational opportunities

Beyond relationships with individual providers, con-
sumers emphasized the importance of feeling con-
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nected to programs and to other consumers engaged in person is doing well and the doctor wants to do a med

similar struggles. In discussing her difficulty holding
down jobs, one consumer saitthe program. .. be-

ing rooted there enabled me to take a look on the inside.
| was so familiar with the people because | saw them so
often that it was unthreatening for me. and now I've
been at a supported job for two months3till another
consumer addedWhen | see somebody else doing it,
it makes me say, well if they can do it, look they've got
this problem .. look at what they’re doing. . | might

change. When they come off their medsit takes six
months to get used to that change. Now they can't get
up and go to work.”

Consumers shared provider concerns about service
coordination, but focused more on personal experiences
negotiating across multiple social service systems, in-
cluding mental health, child welfare, and entitlement
programs. Lack of service coordination was viewed as
leading to onerous and conflicting expectations from

not have all the same strengths or the same weaknessesa myriad of professionals. One consumer who is a

but that doesn’t mean | can't give it a fair shot either”

3.2.2. Mental health service system
3.2.2.1. Service coordination and values
Most strikingly, providers agreed that communica-

single parent sharedi think the system, whether it's
the welfare system, social security, DSS, is destined to
set you up for failure. 1 got a job.. and | was like,

hey I'm going back to work, someday I'll go back to
school. And my second day on the job, DSS calls me up

tion and coordination gaps exist across the spectrum of and says ‘oh we’re taking your kid away if you're not
human services, presenting a major service-level bar- careful’ The system says we’ll help you, we want you

rier to employment. These gaps reflect both a lack of
formal structures to enhance communication (e.g. in-

tegrated team meetings) as well as deeper conflicts in

terms of values and priorities of “rehabilitation” versus
“clinical” service providers. Many providers described

to succeed, but you have to succeed by our rules
not by what you're capable of doing.”

3.2.3. Entitlement programs
Most individuals served by DMH-funded program

a medical hierarchy that grants lower status to the reha- are SSDI and/or SSI beneficiaries receiving Medi-

bilitation field. One provider surmiseliThe biggest
barrier is getting together all of us who serve this in-
dividual” while another added:One person | work
with got a job and the response from his case man-
ager was ‘we can'’t switch his appointments, they must
come first. He needs his therapyProviders elab-
orated upon the clash between rehabilitation models

care and/or Medicaid. It is not surprising, therefore,
that concerns about these entitlement programs re-
ceived considerable attention in virtually every group.
Providers acknowledged the tension that results from
helping consumers achieve steady, meaningful employ-
ment and retain maximum entitlements. No providers
spoke of actively encouraging consumers to leave the

focusing on consumer strengths and problem-focused disability rolls and most knew only a handful that suc-

clinical models: “[Clinicians] are more conservative
oftentimes in terms of peoples’ capabilities, like think-
ing, ‘well work may be too stressful for them right now,
they can't handle it’, whereas in rehab, you're just sort
of like, everybody can do something at some level”
Both SEE and Clubhouse providers spoke of the on-
going struggle to maintain good communication with
clinicians that work with their clients. As a SEE
provider stated;| really insist on being part of the
team. If an ISRindividual service planningmeeting
happens and I'm not there, then | will talk with the
case manager.. or to that person’s supervisor’A
Clubhouse provider echoeti;ase management here
has been great about involving us in ISP meetingst
wasn't the case five years ago. We really worked hard
with case management to change that so we are
pretty much involved in the teamPurthermore, many
employment providers felt that psychiatrists do not al-
ways consider how medications impact workThe

cessfully transitioned off disability.

3.2.3.1. Financial incentives vs. disincentives
Consumers and providers generally viewed social
security work incentive programs (e.g. earning limits,
trial work period) as actual employment barriers. Par-
ticipants stressed how non-consecutive trial work peri-
ods and earning limits can actually restrict consumers’
ability to gradually increase work hours, take advan-
tage of the range of employment opportunities, and
smoothly transition off disability rolls. Providers made
several points in this regardfWe are limited] in the
kinds of jobs consumers can have. You can get a job
as a bagger omaybe in a factory, but what else? You
certainly can’t get anything professional or you end up
asking the employer to lower theage,which is crazy.
Or you end up turning down raises when they are do-
ing a great job”. And: “With SSDI you get that won-
derful trial work period(TWP), but it gets used up the
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first nine months you are working. Who needs a TWP 3.2.4. The economy, jobs and non-human resources

in the very beginning of going back to work. when 3.2.4.1. The economy and jobs
| really need it is two years down the line when I'm Providers commented that local economic condi-
making $900 or $1000 a month"Few providers ex- tions can have an impact on consumers’ ability to ob-

pressgd confidence that the new TiCket-tO-WOI’I.(/WOI’k tain jobs, and that job development is easier in good

Incentive Improvement Act (TWWIIA) [49] legisla-  economic times and more difficult when the economy

tion would result in significant changes in employment - sjows. Moreover, several providers told of employers

status for their clients. ~that will “give entry level janitorial or dishwashing

_ Desp_ﬁe the fggt_that Massgchu_setts _Medlcald_ reCIP- jobs” but are more reluctant to offer clerical or office

I:r?éz Vv\c;gr?ltsr?gllI:ftir?]a?om?lzal;;Z?I::Sr?s&tr?wé?:u;s— jobs or jobs thatinvolve direct dealings with the public.
ey ' _ Employer attitudes can be changed, providers noted,

sumed that going off SSI/SSDI would automatically re- by positive experiences hiring consumers

sultin a loss of insurance. One consumer staiftie Both consumers and providers noted that when con-

_health b_eneﬂts 'S, the biggest thing, beca_use alot of low sumers and jobs are well matched then jobs can act as
income jobs don’t have very good benefitgldreover, . . . )
facilitators. In particular, when jobs provided a “just-

while many consumers expressed ambivalence about riaht-challenae” thev were viewed as fosterin N
remaining on disability benefits, going off benefits was ght-challenge "Ihey were viewed as 1ostering a sense
of purpose and having a self-perpetuating effect. As

generally perceived as too riskil.don’t want to stay e h h Fiob Wh
on disability, because | feel | basically function pretty ~ON€ consumer putitifyou have the type of job where

well. But if you talk about the economics of it, they YOU feel good about yourself and you feel like it's a
need to do something to make it more economically Preductive enough job for you, that you really have a

will have the motivation and the drive to. further
3.2.3.2. System complexity yourself” Other consumers spoke of how clarity of

The complexity, confusion and misinformation in-  job expectations can facilitate work succeddike to
herent in the social security system were other im- know what are my duties, tell me every one and how
portant barriers identified by consumers and providers. you want them and when you want them due. My boss
Both spoke of how difficult itis to get complete and ac-  was wonderful at telling me each step I've been in
curate information regarding SSI/SSDI programs and other jobs where they kind of want you to figure that
regulations, the overwhelming application and review qut”
processes, and impersonal and oftentimes discourteous  Both consumers and providers described efforts that
interactions with Social Security Administration (SSA) employers made to create supportive work environ-
workers. One provider statedve b,een shocked how  enis as facilitators. One consumer described a boss
[SSA workers] treat people. They're rude and have a \hq \was willing to make accommodations for him:
Serious attltuﬂ_e pr?blemr.] Theyl_flfel_t’hathpgople are Ehere “[My boss] hired me, even though I had problems. She
f g?; something tr%rpv\;them. Ike IT's tbe" mongy:[ gave me special accommodations; like | would use the

nother commented,yvhen our [members] go into phone to call the hospital. . | could take breaks any-
the social security office they come out more confused .. d h h . i
then when they went inYet another addedyou can't time | wanted. [When] the voices were telling me to

steal stuff, | told the boss, and she goes ‘okay’she

get a person there unless you know the extension. Even” A
if you know the extension, you will get voice mail. The said when | feel better, come back and she will hire me
' ' back” And, one provider stated‘The best employ-

bureaucracy is crippling.” X
Both providers and consumers related numerous so- €S- - - &re the ones that treat my folks like everybody
else. .. the ones that are very inclusive. | have afellow

cial security system “horror stories” ranging from over- i -
payments that need to be paid back to lengthy delays in &t @ car dealership, who does a carved-out position,
returning to benefits after being discontinued to incon- butthey give him a sweater, ‘cause, you know, everyone
sistent application of SSA regulations across offices. has asweater with the dealership’s name oniit. He gets
Also, because of a lack of coordination of benefits it that that kind of stuff is real helpful”

across entitlement programs, those receiving additional

entitlements, such as housing subsides or food stamps, 3.2.4.2. Non-human resources

shared how an increase in work income can mean a Consumers and providers identified a lack of re-
loss of these entitlements with the result of having less sources, both personal financial and community ser-
monthly cash despite working more. vices, as presenting significant barriers to employment.
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For example, some consumers could not afford child-
care or appropriate clothing for work. In addition, many
lived in areas lacking adequate public transportation to
enable them to access a full range of employment op-
portunities. This was particularly true for consumers
living in rural parts of the state. Even in areas with
good public transportation, job opportunities are often
limited by a lack of fit between work and public trans-
portation schedules, or by job locations that require
traveling complex and time-consuming routes. One
provider summarizedBesides social security, trans-
portation is the biggest problem that we run up against
every single day.”

3.2.5. Relationships and stigma
3.2.5.1. Relationships with family and friends

A lack of family support was a common barrier
identified by both consumers and providers. As one
provider noted;1 find family members are a problem
for our members. They don’'t want their kids to go back
to work, for a couple of reasons. They are really con-
cerned, but also they don’t want [their child] to give
up benefits”. However, this was not an unvarying ex-
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you working with those people’ [It's like] Ma, | am that
person! You have to break through the system’s own
stigma.

Therelationship between stigma and low self-esteem
was poignantly described by one consuni@nce you
end up [in the state hospital]. . as far as any type of
self-esteem. . it's like society has flushed you down
the toilet” Many consumers talked about internaliz-
ing these destructive views and losing sight of their
own competence and potentidiWhen you first find
out you've got a mental illness. it's like, you know,
‘you're a retard’ type of thing. And then you've got
the other extreme of all these people who are familiar
with you for all these years, family, friends, etc., say-
ing ‘there’s nothing wrong with you’. And so it's like
from one extreme to the other. you lose touch with
yourself, with your own awareness of what you're able
to do... so that debilitates you”.

4, Discussion

Work participation provides most adults with daily

perience among all participants. Some consumers did structure, economic stability, and social opportunities.

experience family members as supportive, and many
identified the support and recognition of family and
friends as being critical to their employment success.
One consumer statetfWhat] my grandmother said

to me, this made a lot of difference to me, she said ‘you
may not have had the same job for a long time but

you always had a job."Another elaborated;Yeah,
sometimes a wife or a close friend can do more for
you than even a trained clinician at Harvard Medical
School”

3.2.5.2. Stigma

Consumers described experiencing stigma on multi-
ple levels, including everyday community interactions
and images from the media. One consumer s#id,
very easy for an individual with mental illness to be
misperceived as lazy.. they just don’t want to pull
their own weight” Furthermore, many consumers felt
stigmatized by the very people from whom they ex-
pected support, namely providers and family members.
As one consumer relatedhe worst stigma came from
our own providers. We were locked in mental insti-
tutions, told ‘you can't do anything’ And then when
we got out, ‘well you really can't get a job because
of your illness. The Clubhouses. they're changing
attitudes, but when you're conditioned by your family
saying, ‘honey, isn'tit too stressful? I'm worried about

To be unemployed is to be cut off from a valued social
role. In the words of one consumer participdiftyou

have a mental illness and you can work, it decreases
the stigma a lot, because this society puts a great value
on working... you see somebody on the street, the
first question they ask you is ‘are you working what

are you doing?’ "For people with psychiatric disabili-
ties, achieving and maintaining employment remains a
significant challenge.

While acknowledging these challenges, participants
expressed confidence in the ability of people with SMI
to work. There was a prevailing sentiment that SMI
itself is not the most significant barrier that people
face. Moreover, participants felt that there are effective
strategies for helping people overcome the more debil-
itating secondary effects of mental illness, such as dis-
rupted education and limited work skills, lack of confi-
dence or poor self-esteem. It was notable that partici-
pants representing differentemployment models agreed
upon most of these effective common factors. These
included instilling hope and developing trust, partner-
ing to identify goals and maximize choices, making a
good match between consumers’ abilities and prefer-
ences and jobs, supporting consumers through transi-
tions, and recognizing achievements. Providers also
underscored the value of educational and training expe-
riences that help consumers develop competitive work
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skills. The prevailing sentiment among providers was who have worked out how to survive on limited in-
that consumers benefit from individualized services. come but relatively good health insurance, any efforts
Some individuals need to approach employment in that might upset this fragile balance may be consid-
stages, through graduated experiences that may includeered too big a risk. This is consistent with Drew et
in-house work-focused activity, followed by placement al’s [24] recent findings that individuals receiving dis-
in an agency-owned job, as in TE. Others prefer rapid ability benefits from Social Security or the Veteran’s
placementinto competitive jobs of their own. Providers Administration participated less in vocational rehabil-
further agreed that consumers should have options and itation, earned less income, had a higher dropout rate,
the ability to choose the approach that best fits their and were less likely to be competitively employed at
needs. A “one size fits all” approach to service de- discharge. In addition, national survey findings indi-
livery can limit consumer choices and stifle program cate that many consumers, fearing the loss of finan-
innovation [28]. cial and health benefits, hesitate to use SSDI/SSI work
Beyond individualized employment services, coor- incentives because the rules are too complex and/or
dination of services was identified as key. Among our because the SSA bureaucracy seems to act in an ar-
participants, providers who were part of clinical teams bitrary manner [35]. Notably, Massachusetts has had
were more likely to feel that employment and clinical @ Medicaid “buy-in” program (CommonHealth) since
services were coordinated and that clinicians under- 1996. This program, and similar programs developed
stood and supported rehabilitation efforts. Researchers DY states following the enactment of TWWIIA in 1999,
have argued that an integration of employmentand clin- allows individuals who meet disability criteria but are
ical services encourages communication and coherent inéligible due to work earnings, to purchase benefits
service planning, and lessens the burden on consumersthroughincome-based premiums [16]. However, many
for communicating across providers [11,23]. of our participants were unaware, misinformed or dis-
Ironically, a service system designed to help persons trustful of the program.
with SMI sometimes poses significant barriers of its ~ Finally, as illustrated by a recent study of mental
own, and a lack of communication and coordination n€alth consumers participating in Clubhouse programs,
across services was a barrier highlighted by partici- Stigma can have a strong and enduring negative effect
pants. Rather than joining forces, clinical and rehabili- ©" individual self-esteem [33]. The pervasiveness of
tation communities often operate independently of one Stigma toward people with SMI was a major concern
another — each fulfilling related but distinct missions. [0F Poth consumers and providers. Many employers

Clinicians are typically problem-focused, and treat “ill- continue to limit consumers to back of t_he house
nesses” with some combination of medications and jobs where they remain invisible to the public. Perhaps

psychotherapy. By contrast, rehabilitation programs even more deb|I|tat|ng, however, are patronizing mes-
seek to improve consumer functioning through a “well- sages from some family and mental health professionals

ness” approach that emphasizes consumer strengths which become internalized over time and lead to a view
This philosophical tension plays out within a medical of selfas permanentlydlsablgd. Wh|_le consumers ”.‘O.St
hierarchy that discourages “questioning the doctor” and often e_ncountered these attitudes in traQ|_t|onaI cI|_n|-
oftentimes denigrates the role of rehabilitation services. Czi/vzertzr\]/g? ;ﬁmﬁ Iglr::b:;ii'[(;l:ig; re::)l ?Zgz'w;gzk:g?
The resulting poor communication and disjointed ser- Eover and wellness models red%m?nate
vices can block consumers from achieving work goals. y P '

Beyond service system issues, participants most of-
ten highlighted barriers imposed by the federal enti-
tlement system. Rather than encouraging consumers

to leave the disability rolls, the majority of providers v puilt upon participants’ recommendations related

dedicated their energies to preserving and maximiz- g key facilitators and barriers to generate implications
ing consumer entitlements, which can foster depen- for employment services.

dency. In part, this seemed to reflect the belief that
continuous support is necessary given the cyclical na- 5.1. Elucidate and champion the helpful common

5. Implicationsfor services

ture of many psychiatric conditions. More often, how- factors in employment services
ever, both providers and consumers seemed to adopt the
“don’trock the boat” attitude described by MacDonald- There was a striking degree of concordance among

Wilson [34]. For people with a long-term disability ~ “front-line” service providers in their experience of fa-
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cilitators and barriers as well as in their service delivery 5.2. Increase communication and coordination across

strategies. Participants agreed that quality consumer- human service programs
provider relationships are instrumental in helping con-
sumers achieve employment goals. Although prevail-  While integrated services are a key feature of

ing employment models espouse general principles of evidence-based employment services, there are often
collaboration and empowerment, few elaborate upon barriers to integration. Some of these include provider
the critical processes of effective interventions. In attitudes that inhibit good communication. Hierarchies
an example of such elaboration, Anthony and col- within service agencies and medical establishments and
leagues [4] suggested that some dependency within a differing views of treatment vs. rehabilitation may
trusting relationship might be necessary for future in- undermine coordinated efforts. Even providers who
dependence. In our study, the provider comment, “l be- came from programs that espoused service integration
lieve in them before they believe in themselves” illus- acknowledged that there are barriers and that work
trates this point. Balancing the need to build trust and to keep good communication and coordination among
encourage independence may speak to the “art” more providers needs to be done on an on-going basis.
than the science of practice. Nevertheless, additional  Providers shared personal success stories and “bo-
research might shed light on the important skills and ttom-up” efforts to improve inter-agency communica-
personal qualities that lead to strong consumer-provider tion and coordination. These included inviting psy-
relationships, and that facilitate the movementfromun- chiatrists and case managers for program tours or so-
employment to employment. As evidence-based prac- cial events and keeping themselves “in the loop” of
tices are refined and disseminated, and as provider or- clinical activities through friendly outreach. Many
ganizations (e.g. IAPSRS) begin to develop practice providers made sure to inform clinicians of success sto-
guidelines and to delineate competencies for psychoso- ries, noting how effective these can be in changing clin-
cial rehabilitation practitioners [19], attention should ician attitudes about employment. While bottom-up ef-
be paid to elucidating this important set of skills and forts might help in individual cases, participants agreed
attitudes. that “top-down” supports must be in place to effect

Because SMI often has its onset in late adolescence widespread change. To further resolve tensions among
or early adulthood, typical educational and career ex- clinicians and rehabilitation providers, administrators
ploration experiences may be disrupted. Thus, employ- should consider ways to formally establish a rehabili-
ment supports should be supplemented by education tation presence at clinical team meetings. Participants
and training, so that people with SMI have opportuni- also stressed the importance of educating state Voca-
ties that allow them gain the competitive work skills tional Rehabilitation agencies and the Social Security
needed to move beyond entry-level employment. Many Administration workers about employment services for
Clubhouse and SE programs offer in-house training in people with SMI. Another top-down approach mightin-
computers and other technological skills. Other av- volve fostering greater collaboration among programs.
enuesinclude focusing development efforts on jobsthat For example, some consumers might benefit from the
might offer employer-sponsored training opportunities, social milieu of Clubhouses and the rapid placement ap-
and providing the necessary supports so that people proach offered by many SE programs. However, com-
can pursue additional training and education, including petition to count client “outcomes” tends to discourage
degree programs, in the community [40]. such collaboration.

Certainly, a person-centered, individualized ap-
proach to employment means that consumers choose 5.3. Address issues within the entitlement system
when and under what circumstances to pursue employ-
ment. But choice among a limited range of options is Needless to say, the problems inherent in the enti-
not true choice. Thus, in providing individualized ser- tlement system seemed overwhelming and hopelessly
vices to help people secure a job that meets their needs, complex to most participants. One approach to reduc-
providers are obligated to offer the widest possible set ing confusion and misinformation would be to make
of choices. A good “job match” means attending to trained benefits counselors consistently available in
consumer interests, talents, prior experiences and fu- clinical and rehabilitation settings. Some participants
ture goals, and helping consumers to examine the per- also suggested that current knowledge of entitlement
sonal and financial implications of every step along the systems should be considered a core competency for
way to satisfying employment. all employment service providers. The impact of the
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TWWIIA legislation on health insurance for people

with disabilities (both Medicaid and Medicare) un-

derscores this need. More ambitious recommenda-
tions spoke to furthering entitlement system reforms
beyond TWWIIA. Consumers and providers proposed
several ideas with an overarching theme of establish-
ing structures that promote gradual transitions off dis-
ability rolls. Perhaps the most consistent suggestion
was to extend the trial work period beyond nine months
and have those months be continuous instead of dis-
persed over a five year period. In addition, most partic-
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in employment success for people with SMI. In the
current study, mental health consumers and providers
represented a rich source of data, helping to fur-
ther elucidate this complex phenomenon and generate
practical recommendations for service enhancement.
While consumer-provider relationships and individu-
alized services were seen as a fundamental facilitator
of employment success, environmental factors, includ-
ing social stigma as well as human service and entitle-
ment system barriers were generally perceived as most
daunting and difficult-to-change. Efforts at service in-

ipants agreed that the recent earning limit increases was novation must continue to explore ways to diminish

still insufficient to allow consumers to increase hours
gradually toward full-time employment, particularly in
higher paying positions.

5.4. Reduce stigma and foster consumer
empowerment

Fostering empowerment among consumers is a crit-
ical element in the fight against social stigma. Focus
group participants characterized three key elements of
consumer empowerment — improving access to accu-
rate information about human service and entitlement
systems, systematically shifting control of treatment
and services away from staff toward consumers, and
changing attitudes of providers across mental health
systems toward an expectation of recovery. This theme
of empowerment also extended to mental health con-
sumers as a group, highlighting the importance of ad-
vocacy efforts at local and national levels. For exam-
ple, consumers and providers could unite their voices to
demand more funding for PSR services, better enforce-
ment of the Americans with Disability Act, and entitle-
ment reforms. Furthermore, advocacy efforts can help
challenge stigma. Increasing consumer visibility and
community contact can be a powerful agent of social
change [18]. Many participants spoke of how reluctant
employers relinquished negative attitudes as a result of
positive experiences hiring mental health consumers.
In addition, community charity events, such as holi-
day gift drives, can promote visibility and be mutually
rewarding, allowing mental health consumers to “give
back” to their communities.

6. Conclusion
Our findings dovetail with current conceptualiza-

tions of disablement, such as the ICF, and speak to the
importance of both person and environmental factors

these challenging barriers so that people with SMI can
participate as fully as possible in work.
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