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EDITORIAL — Social Work Ethics in Scholarship
in Perspectives on Social Work

Social work doctoral students bring an exciting energy to social work scholarship that strongly represents
the mission of social work through research and advocacy for equitable access, services, and policies for
marginalized populations and efforts to enhance wellbeing. Perspectives on Social Work aspires to be a
platform for social work doctoral students to share their voices in critical areas of research and policy,
while also serving to support students by offering opportunities to publish articles, participate in the peer
review process, and network with other doctoral students. These opportunities at the doctoral level are
key to developing effective social work scholars who will center the voices of vulnerable populations and
work to make change and improve the field in all areas of practice. Through the tremendous efforts of
Perspectives on Social Work’s peer reviewers, authors, and editorial board members, we will continue to
offer a space for doctoral students to build connections, learn and refine skills, and share the implications
of their scholarship.

This issue of Perspectives on Social Work features four articles and a book review that call social workers
to consider inclusive methods for prevention, intervention, and policy development for vulnerable
populations of youth and adults. Law (2021) explores and advocates for a universal basic income (UBI)
among young adults, specifically highlighting the advantages for young adults experiencing
homelessness. Law (2021) argues that a UBI for young adults experiencing homelessness is an economic-
strengthening intervention that could help support the housing, educational, and employment needs and
goals of this population. Bowie-Viverette (2021) presents findings from a phenomenological study
exploring how crisis behavioral health clinicians understand and intervene with patients with malingering
behaviors. The author also calls for future qualitative and guantitative research with social workers to
better understand and implement best practices to support this population.

Womack (2021) outlines the scarcity of research and supports focused on the intersectional identities of
individuals with disabilities who also identify as LGBTQ. An intersectional support group is identified as
a potential intervention for use with this population to help understand and meet the unique needs that
arise at the intersection of these identities. Janse van Rensburg (2021) reports qualitative findings focused
on exploring autism social policy from the perspectives of individuals with autism; these findings are also
contextualized within the historical and social context of autism policy in Ontario. Janse van Rensburg
(2021) advocates for integrating the lived experiences of persons with autism into policy development to
promote meaningful supports and inclusiveness. Lastly, in a book review of de Souza’s Feeding the
Other, an ethnographic work investigating food injustices in food pantries, Mauer (2021) synthesizes and
examines de Souza’s arguments regarding the influence of neoliberal stigma in the food system. Mauer
(2021) highlights the need to emphasize marginalized voices and shift away from privileged perceptions
about hunger.

Perspectives on Social Work aims to be an avenue for doctoral students to bolster their skills and
scholarship while also working to promote research that embraces social work’s mission to empower
marginalized populations.

Caitlyn Mytelka, LMSW
University of Houston
Editor

© 2021 Perspectives on Social Work



How Can We Improve Long-Term Equity for Today’s Young
Adults?
Exploring the Potential Advantages of a Universal Basic Income

Lara Law, LMSW

Arizona State University, School of Social Work

Correspondence concerning this article should be addressed to Lara Law, Arizona State University,
Southwest Interdisciplinary Research Center, 400 E. Van Buren St., 8 Floor, Phoenix, AZ 85004. Email:

lelaw@asu.edu

Abstract

This article explores the potential returns that a Universal Basic Income (UBI) could offer all transition-
age young adults, and specifically young adults experiencing homelessness (YAEH). Without sufficient
income or resources to maintain housing, YAEH often are unable to experience many of the advantages
typically realized by young people in their age-stage of emerging adulthood. These benefits include
exploration of their strengths and skill-building through postsecondary education, vocational/technical
training, internships, and purposeful employment. A structural intervention, such as a UBI, that supports
YAEH and their low-income housed peers in their transition to adulthood is needed for increased equity,
long-term poverty reduction and to make the advantages of emerging adulthood available to a wider
population of young adults. This article explores the benefits of a UBI by focusing on its individual,
unconditional, and unspecified characteristics, and it observes how these features could support the
housing stability, employment, education and training goals of YAEH. The article highlights relevant
domestic and international UBI pilot programs, including a recent experiment with homeless adults, and
also addresses leading counter arguments to a UBI. It concludes by recognizing how a UBI squares with
social workers’ ethical mandates and it explores the multiple roles social workers could play advocating
for and supporting YAEH to access and benefit from economic-strengthening interventions such as UBI.

Keywords: young adults; emerging adulthood; universal basic income; cash transfer; homelessness

How Can We Improve Long-Term Equity for Today’s Young Adults?
Exploring the Potential Advantages of a Universal Basic Income

Young adults experiencing homelessness (YAEH), although creative, resilient and highly adaptable in
navigating the challenges of homelessness, constitute a low-income population overall (Macdonald,
2013). They strive to meet their basic needs, exit homelessness, and stabilize their housing through both
formal means (e.g., employment, public assistance, agency programs) and informal survival strategies.
These include selling self-made items, panhandling (i.e., asking for money in public spaces), selling blood
or plasma, survival sex (i.e., trading sexual favors for food, clothing, housing, or drugs) or drug

© 2021 Perspectives on Social Work


mailto:lelaw@asu.edu

Law, ADVANTAGES OF BASIC INCOME FOR YOUNG ADULTS 4

dealing (Ferguson et al., 2012). For many, some combination of these and other activities is often not
enough to successfully exit homelessness and achieve housing stability. Without stable housing, or more
specifically the income to achieve housing stability, YAEH may miss out on the developmental benefits
of their age-stage - emerging adulthood - which include identity exploration, widespread postsecondary
education and work opportunities that build toward their goals (Arnett, 2000).

As a subpopulation of homeless adults, YAEH who work in the formal economy often hustle their way
through low-skill and low-wage occupations trying to make enough to feed, clothe and house themselves
(and families if they have them), yet come up short (Lei, 2013). They experience disproportionally higher
rates of mental health challenges than their housed peers (Perlman et al., 2014). While youth connected to
higher-income families spend time gaining the skills and qualifications to become economically self-
reliant (Furstenberg, 2010), YAEH are typically disconnected from education and vocational settings
(Ferguson et al., 2012) that would set them up for longer-term success and stability.

Homelessness, although often influenced by trauma histories, subsequent victimization, and behavioral
health challenges, is also the result of structural inequities created by persistent lack of investment in
education, housing and healthcare (McKenzie-Mohr et al., 2012; Miller & Bowen, 2020). A structural
intervention, such as an unconditional cash transfer program, is needed to support housing stability and
advance the employment and postsecondary goals of YAEH and their low-income peers - goals
characteristic of emerging adulthood. Specifically, a UBI could allow YAEH the opportunity to build on
their strengths and resiliency and develop long-term financial security as well as increase internal stability
and wellness. Moreover, a UBI is a superior intervention relative to various housing subsidy approaches
because of the dignity of choice it affords recipients. Furthermore, it is provided without limiting
conditional rules and the potential for stigmatization that can accompany subsidies. Indeed, a UBI, in
combination with increased employment opportunities, has the potential to prevent and address
homelessness.

Additionally, a Universal Basic Income (UBI), as opposed to a guaranteed income, is warranted.
Although the terms are often used interchangeably (Amadeo, 2020), drawing on recent use (Courtney &
Trivedi, 2021) and for the purposes of this paper, a guaranteed income targets a specific population,
whereas a Universal Basic Income covers the full population of a jurisdiction. A UBI is specifically
called for in this article to address the shame and stigma that are associated with population-specific
programs. This is necessary because of stigma experienced by YAEH and young adults in general, albeit
typically to a lesser degree (i.e., assumptions that they are poor decision-makers).

This article begins by presenting Arnett’s (2000) theory of emerging adulthood, including many of its
limitations, and briefly provides further background on YAEH. It then focuses on what a UBI program
could look like in the United States based on current literature. Next, it explores the possibilities that a
UBI could offer to all young adults while specifically addressing how it could support YAEH. It presents
evidence from domestic and international UBI pilots and discusses their lessons and application to these
populations while addressing the counterarguments to a UBI policy proposal. It concludes by suggesting
potential advocacy and support roles for social workers in assisting YAEH to access and take advantage
of a UBI.

Emerging Adulthood

At the turn of the century a new age-stage theory was proposed building on the work of Erikson, Levison
and Keniston (Arnett, 2000). Arnett’s (2000) theory of emerging adulthood contends that over the last
several decades, a unique life stage encompassing 18-29 years old has surfaced in developed countries.
He asserts that young people in this period now exist subjectively and demographically between
adolescence and adulthood, focused on identity development, a growing self-sufficiency, and questions of
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“love, work and worldviews” (p. 469). Since it was proposed, the theory of emerging adulthood has
garnered considerable traction in the social sciences (Arnett, 2016; Syed, 2015). It has also been subject
to considerable criticism, especially in regard to its salience across social class and race (Osgood et al.,
Settersten, 2012; Silva, 2012; Syed & Mitchell, 2015) as well as housing status (Thompson et al., 2015).

Arnett’s (2000) initial theory was based on what he learned from 300 interviews with an economically
diverse cross-section of young people (18-29 years old) and demographic trends which demonstrated
longer and wider experiences of higher education and later full-time work, marriage and children. Arnett
demonstrated that young adults navigate a high rate of residential instability, many moving in and out of
their parents’ homes several times during this period. Emerging adults also experiment with school,
training opportunities and employment (Arnett, 2000). Emerging adulthood has become a testing ground,
providing many young people the time and space to figure out what they like and dislike, where their
strengths lie and where they might fit into the larger society. Although it can be a time of exciting
exploration, it can also be experienced as stressful and disorienting. More recently, Arnett (2016) built on
this research to add what he called the five features of emerging adulthood: identity explorations,
instability, self-focus, feeling in-between and a sense of possibilities or optimism.

Although Arnett’s (2016) scholarship contends the theory of emerging adulthood is essentially consistent
across diverse populations of young people, Arnett and others also assert that it is imperative to recognize
variations in emerging adulthood within different sociocultural contexts, including among YAEH (Miller
& Bowen, 2020). This limitation grounds this article and leads to its call for a structural intervention to
play an equalizing role.

Critics of emerging adulthood, such as C6té (2014), point out that limited economic opportunities, and
not personal choice, create a prolonged young adulthood for many young people. Others point out that
many working-class young people do not have the luxury of emerging adulthood in Arnett’s portrayal of
the age-stage (Silva, 2012). Specifically, scholars (Settersten, 2012) point out that African American and
Latino young men are disproportionally tracked not into college but into incarceration, and young people
who have experienced social service and justice systems (e.g., child welfare, mental health, homeless
services) are less likely to complete high school and obtain postsecondary education than their non-
system involved peers (Osgood et al., 2010). Young people who are not European American also
experience the features of this age-stage differently; they recognize the mismatch between their
aspirations (which are often high) and the “structural barriers to achievement and advancement” which
lead “some youth to become doubtful that they will be able to realize their dreams” (Syed & Mitchell,
2015, p. 92). Additionally, gender identity also influences how emerging adulthood is experienced,; it
influences both the choices made by young adults and educational and career options actually available to
them (Norona et al., 2016). We can assume from these criticisms that YAEH and many of their
marginalized peers do not subjectively experience themselves as emerging adults in Arnett’s use of the
term. Considering these limitations, it makes sense to retain the term emerging adulthood as descriptive of
the normative age-stage but to refrain from using the term emerging adults with the population of YAEH
(see Syed & Mitchell, 2015 for further delineation of the difference in terms).

Other criticism about the theory of emerging adulthood is centered around different conceptualizations of
human development. Hendry and Kloep (2007) point out that development is domain specific (e.g., an
individual may progress more rapidly in professional pursuits than intimate relationships); it is associated
with and contingent on living through experiences rather than chronological age; and it is variable and
reversible. In other words, it is not as “smooth” as Arnett describes. These scholars also question whether
we are perpetually “becoming” adults throughout the entirety of our adulthood (Hendry & Kloep, 2007).
Although thoughtful critiques, these assertions do not negate the common experiences of many young
people in this age range and the utility of this life stage terminology to provide a framework for
understanding the types of goals and experiences this young adult population commonly pursues.
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Young Adults Experiencing Homelessness

YAEH make up a diverse and resilient subpopulation of young adults. On any given night in the United
States, more than 38,000 18-24 year old young people (both single and parenting) experience
homelessness (U.S. Department of Housing and Urban Development, 2019). Compared to the general
population, YAEH experience more childhood trauma, lower education and employment rates, more
unplanned pregnancies and higher suicide rates (Narendorf et al., 2020). However, YAEH demonstrate
considerable resilience. They often see their homelessness as surmountable; recognize that factors beyond
their control contributed to their homelessness; upkeep their cleanliness, health and presentation; rely on
networks of social support; and use the arts as outlets for their creativity (Miller & Bowen, 2020).
Likewise, many YAEH use geographic mobility, characteristic of this developmental age-stage, to
accomplish prosocial goals such as exiting homelessness, pursuing an employment or educational
opportunity, or removing themselves from local drug cultures to achieve/maintain sobriety (Ferguson et
al., 2013).

Y AEH often have intersecting oppressed identities and have endured challenging life experiences
(Narendorf et al., 2020). The legacies in the U.S. of slavery, colonization, segregation, discrimination,
bias, and inequity have led to a disproportionate number of young people of color being represented in the
homeless population; specifically, African American and American Indian young adults are
overrepresented (Narendorf & Batiste, 2019). Likewise, among the adult population experiencing
homelessness, African Americans are considerably over-represented at 40% of the homeless population
and 52% of the homeless families with children (U.S. Department of Housing and Urban Development,
2020). Lesbian, gay, bisexual, transgender, and queer (LGBTQ) young adults, who often contend with
rejection, discrimination, stigma and exclusion in their homes and communities, are also
disproportionately represented in this population (Morton et al., 2018Db).

As mentioned, although the developmental period of emerging adulthood may now be the norm (albeit in
Western cultures), its benefits are not available to all young people of this age range. Arnett (2000), and
subsequent scholars (De Marco & Berzin, 2008), have noted that low-income young adults are forced to
take on adult roles sooner than their peers. YAEH, who were likely to be living in poverty before
experiencing homelessness (Morton et al., 2018a), seldom enter an extended period of exploration.
Instead, for many YAEH, this life stage is characterized by strain and harsh realities as they take on adult
responsibilities and face tension between daily survival and long-term goals (Ferguson et al., 2013). For
example, YAEH must pay rent, utilities and living expenses without family support while working to
survive rather than working to explore their strengths and hone their skills. Likewise, YAEH often delay
or suspend long-term career and educational goals to focus on daily survival, meeting basic needs, and
navigating complex homeless systems (Ferguson et al., 2013). On their own, they also often navigate the
complicated landscape of postsecondary education and training, without which their occupational and
social mobility will be limited (Arnett, 2016). A Universal Basic Income (UBI) could provide
considerable support to all young adults, who are navigating an unstable and insecure time in their lives.
However, given the economic-strengthening nature of a UBI, this structural intervention has the added
potential to change the life trajectories of YAEH.

Universal Basic Income (UBI)

UBI is a policy proposal for a regular, rights-based cash transfer from government to citizen enabling
some degree of freedom from financial insecurity (Bidadanure, 2019). Unlike means-tested benefits, UBI
is universally provided to everyone within a population, and it is individualized, unconditional and
unspecified (i.e., it can be spent on whatever one chooses). Since 2016, there has been a renewed interest
in UBI in the U.S. stemming mainly from the fear of worker displacement through automation, as well as
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a recognition of income and wealth disparity and the stubbornness of poverty (Bidadanure, 2019). UBI is
typically discussed in the U.S. in terms of being distributed on a monthly basis at an estimate of
approximately $1,000/month or above the poverty-level (Bidadanure, 2019; Standing, 2017). An
important aspect of any UBI proposal is whether it would lead to the dismantlement of public services or
whether it should serve as the base in the new distribution system, alongside other important public
services and benefits (Standing, 2017). Some advocates, including presidential candidate Andrew Yang,
have proposed that UBI recipients should choose between receiving basic income and other forms of
public assistance such as food stamps, while other proponents advocate for “stacking” benefits to help
people with the lowest incomes escape deep poverty (Jarvis, 2019). Grounded in the public health and
social work codes of ethics, which seek to enhance human well-being, current North American
experiments strive to maintain recipients’ access to public assistance (Baker et al., 2020).

UBI has been piloted in several countries under various conditions. UBI trials have been conducted in
countries as varied as India, Kenya, Finland and Namibia (Bidadanure, 2019); they also recently have
been piloted in the U.S. and Canada with more experiments coming online soon (Hamilton & Martin-
West, 2019). Also, though distinct from UBI, President Biden’s $1.9 trillion American Rescue Plan in
response to COVID-19 includes a monthly $300 payment for each child (the Child Tax Credit), which
will establish a basic, guaranteed income for families with children over a 1-year period (DeParle, 2021).
Additionally, with respect to populations experiencing homelessness, at least one version of UBI was
recently tested with adults experiencing homelessness (Ward, 2020).

Several features of a UBI would benefit all young adults, and YAEH in particular. These features include
its individualized, unconditional and unspecified natures. These characteristics provide the basis for
supporting the housing stability, employment, and postsecondary education opportunities of young adults
and especially YAEH.

Characteristics of a Universal Basic Income

Individualized

UBI is distinct from many other benefit programs in that it would provide support to the individual rather
than the family unit or couple. This would make UBI well-suited for the general population of young
adults who are in the process of transitioning from reliance on their parents or guardians to relative
autonomy. Young adults place a unique financial burden on their families during this age-stage as they
often seek support for postsecondary education, housing, health care and other needs. They are the
“invisible dependents” who rarely are eligible for other financial supports (Bidadanure, 2012). Low-
income families, in particular, do not have the discretionary income to take on these additional expenses
and need supplementary support (De Marco & Berzin, 2008). By providing support directly to the
emerging adult, UBI has the potential to considerably enhance the financial independence of the young
person and, at the same time, free up low-income households to cover their existing expenses.

UBI is also particularly well-suited to support YAEH because, by their very nature, YAEH are distinct
and often disconnected from their families of origin. Under these circumstances, a benefit or structural
intervention that is directed to the homeless young person as opposed to an estranged family may be most
effective. Finally, because UBI is individualized, it would follow the young people in and out of their
romantic relationships and would not tie them to unsafe or unhealthy partners from whom they would
otherwise leave but for financial dependence. In this way, UBI is recognized as especially empowering
for women who may be dependent on the wages of a partner (Bidadanure, 2019). However, recognizing
the diversity in gender identity and sexuality in the population of YAEH (Morton et al., 2018b), a UBI is
likely to offer freedom and empowerment across both gender and sexuality continua.
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Unconditional

The unconditional nature of UBI makes it markedly different than traditional public benefits. In general, it
would not need to be applied for and recertified, removing the need to repeatedly interface with often-
difficult bureaucracies. Likewise, it would be provided without work requirements or other demands on
the recipient, which have been tied to poorer mental health outcomes in the recipient group (Davis, 2019).
There is also evidence that traditional public benefits may prolong and worsen poverty through extensive
rules and conditionality (Hamilton & Mulvale, 2019). Furthermore, evidence suggests racial and ethnic
biases in conditional public benefits (i.e., states with higher populations of African Americans have more
excessive rules and offer less assistance to smaller percentages of their population; Hamilton, 2020).

Unconditionality may also be especially relevant considering the stigma associated with public benefit
uptake (Stuber & Schlesinger, 2006). By virtue of its unconditionality, UBI as an entitlement program
would likely be perceived as dignified. It does not single out a subpopulation as “needy” or somehow
“less than” the general population because of a lack of resources. Its universality and unconditionality
remove the shame and stigma of traditional public assistance. This feature may be especially important
for a population that already experiences stigma associated with homelessness, young adulthood (i.e.,
assumptions about poor or impulsive decision-making or lack of trustworthiness with financial decisions
and resources), and other intersecting identities related to power and oppression.

Many of the unconditional characteristics of UBI (i.e., it would not require recertification or work
requirements and not be bound by limiting rules) would help get it in the hands of a population with
multiple barriers (e.g., lack of permanent address, missing identification documents, challenges following
up with recertification processes because of complicated life circumstances). However, in addition to
direct deposit and check delivery, the use of free or no-fee reloadable debit cards, much like are used by
Social Security for benefit delivery, will be necessary to ensure a UBI reaches the maximum population.
This delivery method will provide the unbanked a means to receive the funds without needing to engage
with predatory financial services; additionally, it will provide people experiencing homelessness or
housing instability a reliable method, which is not contingent on an address, to receive the funds (Maag et
al., 2021). Moreover, as debit cards will be one method used by the IRS to distribute the monthly Child
Tax Credit funds (U.S. Department of the Treasury, 2021), we are presented with an immediate
opportunity to work through challenges and improve on this delivery method.

Unspecified

The unspecified nature of a UBI means it offers complete choice on how the funds will be spent, which
provides another important degree of dignity for recipients. This would affirm the self-determination of
YAEH, a population which contends with considerable restrictions in order to meet basic needs, such as
stringent shelter rules to have a safe place to sleep that limit personal choice and freedom. The autonomy
available through a UBI squares with self-determination theory; it would also provide recipients benefits
in terms of functional and psychological wellness (Ryan & Deci, 2019). Under this model, YAEH would
be able to choose the housing, food, clothing, and other supplies they need to take care of themselves,
thus enhancing their sense of self-esteem and personal agency.

In a recent study with people experiencing homelessness, which could serve as a proxy for a UBI pilot
with YAEH in the U.S., Canadian researchers gave 50 adults experiencing homelessness $7,500 each in a
lump-sum payment. The researchers then carefully tracked their spending, as well as that of a control
group who received no funds, over the subsequent year. The participants chosen for both groups did not
have significant mental health or substance use issues and were recently homeless. The researchers found
that the intervention group participants spent the bulk of their funds on food, rent and transportation, and
were able to secure housing faster than the control group. By spending fewer days homeless and in
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shelters, the recipients actually saved social services more than the cost of the cash transfer, making the
case for how such interventions could one day pay for themselves (Foundations for Social Change, 2020).
Another interesting finding is that most participants had more than $1,000 in savings at the end of year
(Ward, 2020). In the words of one recipient:

I was living in an emergency shelter, trying to find a way forward. The money gave me the
resources | needed to get out of the shelter and push for the social programs and the computer
class I needed. It was an important stepping-stone and it gave me a choice. It gave me a chance.
(Ward, 2020, p. 1)

In other words, this intervention provided recipients the benefits of choice and self-determination noted
above.

Potential Benefits of a Universal Basic Income for Young Adults

Housing Stability

The primary way in which UBI might assist many young adults, and especially YAEH, is by providing
them a consistent source of income for housing. As noted, the general population of young adults
experience significant residential instability. Many young adults also are subject to unpredictable
employment situations, such as temporary, seasonal or gig work. YAEH are especially likely to
experience low-wage, inconsistent work and use various survival strategies to meet their needs (Ferguson
etal., 2011). A UBI would provide all young adults, and especially YAEH, the consistent means to
maintain a lease, pay basic utilities and sustain housing. And importantly, it would allow them the dignity
of choice related to safe and stable housing, which is not always available through publicly funded
housing programs and even less reliable for sexual minority YAEH (Shelton et al., 2018). Recipients
could live with the people they desire or live alone; they could live where they feel the safest; and they
would not need to contend with the conditional rules and expectations that still accompany housing
benefit receival. Despite efforts to remove conditionality in Housing First approaches, such as rapid
rehousing or housing voucher programs, evidence suggests it remains a characteristic of such programs
(Clarke et al., 2020). Although it cannot be assumed that all YAEH would use a UBI on rent, it would
likely improve the housing stability for many young people in the population, given that the primary goal
among YAEH is typically obtaining safe, affordable, and stable housing (Sample & Ferguson, 2020).

A recent UBI field experiment conducted in Ontario, Canada demonstrates support for the link between a
UBI and housing stability. A phenomenological study of UBI recipients who formerly received public
assistance found that, compared to the former assistance, the UBI led to greater housing stability,
nutrition, connection with family and friends, and ability to manage psychological stress (Hamilton &
Mulvale, 2019).

Purposeful Employment

UBI could provide a safety net, especially in terms of housing stability, that affords young adults, and
particularly the most indigent young people such as YAEH, the opportunity to explore and take on work
that is safe, healthy and meaningful to them. This is important because employment is widely considered
to be a social determinant of health (Conyers et al., 2017). Commonly accepted theories contend that
work is beneficial materially, as well as psychologically and socially, from the structure, identity, status
and connection to a wider world it provides (Jahoda, 1981). More recently, the benefits of work have been
posited to include skill mastery, community contribution, connecting with a social network and increasing
public recognition (Gheaus & Herzog, 2016).
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However, these commonly held views on work fail to account for the breadth of work experiences —
especially for the most marginalized members of society. These views do not account for whether
employment is temporary or permanent, includes benefits, allows for autonomy, has safe working
conditions, or pays a living wage (Conyers et al., 2017). Under many conditions, in particular those that
are exploitive, toxic, unsafe, and highly stressful, work can be detrimental to health and well-being.
Vulnerable populations often contend with menial and degrading work, and research has found that “any
job” is not necessarily better than “no job;” as health can be adversely affected by engaging in poor
quality employment (Rueda et al., 2015).

Although YAEH demonstrate high employment engagement rates (Ferguson, 2018), they are an
especially vulnerable population in terms of their lack of work experience and seniority, their
vulnerability due to unstable housing and related food insecurity, and their desperation for income.
Moreover, many YAEH are a part of other demographic groups (e.g., LGBTQ) who experience
discrimination in the workplace (Maccio & Ferguson, 2016). A UBI holds the possibility of allowing all
young adults the chance to pause, survey their options, and pursue their interests by taking on jobs that
will not only just feed and clothe them but set them up for later success. UBI will not tackle or attempt to
solve issues of discrimination and other structural inequities faced by young adults, and especially YAEH,
but it may provide them the latitude to better move through these instances and seek out other, more
affirming, opportunities.

Findings from North American UBI pilot studies support the hypothesis that establishing an income floor
will improve connection to, and the quality of work for, recipients. The first year of the recently
completed Stockton Economic Empowerment Demonstration (SEED) has been evaluated using

a randomized controlled trial (RCT). During the first year of the study, recipients of the basic income
increased their full-time employment by 12% (from 28% to 40%), while the control group participants
increased full time employment by only 5% (from 32% to 37%; West et al., n.d.). Additionally, results
from the Ontario, Canada UBI field experiment demonstrated that beneficiaries moved from low-paying
“dead-end” jobs to employment they found to be of higher quality (De Paz-Béafiez et al., 2020). These
results both suggest that recipients were able to drop part-time shifts or gig work in order to seek better
quality employment and experience some freedom from the “capacity limits created by scarcity and
precarity” (West et al., n.d., p. 19). YAEH would likely use a UBI, in part, to cover resources needed to
obtain or maintain employment given their already active involvement in both formal and informal
income-generating activities (Ferguson et al., 2012). For example, a UBI could be used to pay for costs
associated with finding work (e.g., phone, internet access, printing resumes for interviews, etc.), starting
work (e.g., clothing, or other items required for work such as scrubs or work boots), and maintaining
work (e.g., transportation to and from work).

Postsecondary Education

In addition to increasingly seeking employment, pursuing postsecondary education and training are
developmentally congruent for their age-stage. Young adults across social classes recognize the value of
higher education (Arnett, 2016); similarly, homeless adults report motivation to further their education
(Acufia & Erlenbusch, 2009). These findings are important as postsecondary educational attainment may
predict employment opportunities which increasingly require higher levels of education (Carnevale et al.,
2013).

However, low-income young adults frequently report that they “have not been able to find sufficient
financial support to obtain the education they believe they need” (Arnett, 2016, p. 232). Although there
are some funding opportunities available to support participation in higher education, such as Pell Grants
and scholarships, just 1 in 10 low-income young people complete college by age 25 compared to half of
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the population from high-income families (U.S. Department of Education, n.d.). It can be assumed from
their instability and survival seeking behaviors that YAEH complete college at an even a lower rate.

Although not without criticism for potential worker exploitation, internships are another means of career
exploration as well as skill and resume building frequently pursued by young adults. Recent literature
recognizes that internships have proliferated in recent years and that many college students and recent
graduates use internships to bolster their career opportunities and to enter fields where internships serve
as the only “way in” (Leonard et al., 2016; Panel on Fair Access to the Professions, 2009; Perlin, 2011;
Shade & Jacobson, 2015). Internships have also been found to provide valuable “training and experience”
for future work, as well as work exposure, development of workplace skills and career self-efficacy for
youth who were neither working nor in school (Hull et al., 2018; Silliman et al., 2020). However,
evidence suggests that access to internships is affected by social class, ethnicity and educational
experience (Perlin, 2011), and unpaid internships “discriminate against those who cannot afford to work
unpaid” (Christie, 2008 as cited by Leonard et al., 2016, p. 392).

A UBI could help sustain young adults (i.e., it could be used toward housing, food, books and materials,
etc.) while they pursue necessary or desired internships and/or attend postsecondary education and
training. YAEH would especially benefit from this financial backing so they can make up for educational
opportunities they may have delayed or missed (e.g., completing high school) due to housing instability
and subsequently pursue postsecondary education and training.

UBI Counterarguments and Limitations

Any UBI policy proposal for a region or country is likely to stir debate about its feasibility and merits.
Although it is beyond the scope of this article to discuss all objections to a UBI, major counterarguments
to a UBI, such as the potential for decreased labor supply and its affordability, are addressed below.

Many proponents of UBI celebrate the fact that in effect it will renumerate people for the unpaid labor
they already undertake in caring for children or the elderly (Sammeroff, 2018). This is an exciting
promise for low-income caretakers, which would include parenting young adults. However, this promise
concerns others who fear a UBI would lead a significant portion of the population to drop out of the
workforce. The extant research, however, suggests UBI does not have a negative effect on the labor
supply. A 2-year UBI Finnish experiment provided a group of participants unemployment benefits
without obligation to seek work and without a reduction in benefits if participants began working. Results
demonstrated that work was not disincentivized under this initiative; instead, participants’ work
motivation increased slightly. Other benefits of this program included improved life satisfaction, mental
health and trust in institutions (De Paz-Bafiez et al., 2020; Stahl & MacEachen, 2020). Moreover, in their
global systematic review, De Paz-Banez et al. (2020) found that the labor supply increased among most
segments of the population and in the overall population while receiving a basic income. The authors note
that young people’s participation was not as high as other subpopulations because they were pursuing
schooling. This finding appears to counter the argument that young adults would waste the opportunity of
a UBI with poor decision-making regarding spending and how they use their time. Furthering schooling
and training are developmentally appropriate activities for this age group.

Another argument against a UBI is affordability, or where the funds will come from to cover the program.
In addition to the savings a UBI could create in social services, such as shelter stays noted above,
increased taxes or funds reallocated from federal subsidies are typically proposed as funding mechanisms
(Standing, 2017). Proponents argue for adjusting tax rates and allowances on the highest income earners
and reallocating regressive subsidies for corporations, large landowner farm subsidies and fossil fuel
companies to fund a UBI (Standing, 2017). However, according to some scholars (Sammeroff, 2018),
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increased taxes are likely to become the burden of workers as opposed to wealthy corporations, who tend
to possess more lobbying and political power.

UBI and Roles for Social Workers

Social workers are frequently providers of professional support, resource navigation, and psychotherapy
to YAEH. If a UBI were established in the U.S., social workers would likely need to provide increased
guidance to this population. First and foremost, many Y AEH would need support to ensure they received
the benefit by helping them establish and maintain debit cards, bank accounts and/or addresses for checks.
Additionally, research demonstrates young adults benefit from money management, economic self-
efficacy and problem-solving skill-building (Xiao et al., 2014) as well as goal setting in the form of
articulating a “financial vision” (Jorgensen et al., 2019); social workers could help YAEH develop these
skills that the general population of young adults are likely gleaning from their parents or guardians
and/or the formal educational system. Similarly, they could support YAEH to identify, access and
maintain the housing which they may be able to afford with their monthly basic income.

As residential stability has been found to be associated with youths’ ability to access and maintain
employment (Slesnick et al., 2018), workforce skill development and connection with internships and
employers would be needed as this population became housed. Similarly, social workers could provide
support by helping YAEH who were interested to navigate financial aid, scholarships, college and
training program applications and admittance. Overall, social workers could seek funding and build
programs which provide the range of support services listed here. However, as funding a UBI would
likely be a contentious national conversation, leading to some cuts in other supports or programs, some
social work positions may be cut in such a reconfiguration of resources. It would be up to social workers
to advocate for the retention of still-relevant roles and positions and move into other roles created in this
process of change.

Finally, and perhaps most importantly, social workers can be advocates for a UBI paradigm shift. The
National Association of Social Workers (NASW)’ Code of Ethics (2020) calls on social workers to
advocate for improved social conditions and expanded choice and opportunity, especially for vulnerable
populations and people living in poverty. Recognizing these imperatives and the degrading and intrusive
elements of many public benefits (e.g., attempts to cap child birth rates, drug testing, and the
discouragement of saving or wealth accumulation among recipients), social work scholars have recently
called on the field to disavow support for such dehumanizing programs and advocate for a UBI as a
necessary, dignified metamorphosis (Hamilton & Martin-West, 2019). However, these scholars — and this
author — do not advocate for UBI to supplant quality health care, education, retirement and disability
supports (Hamilton & Martin-West, 2019). The culling of paternalistic, intrusive programs will be
needed, yet a discussion on which benefits should be consolidated into a UBI and which should remain in
place is beyond the scope of this article. For now, social workers should heed this call in recognition of
the potential benefits for YAEH and other low-income populations and in alignment with our professional
values.

Conclusion

A structural intervention, such as UBI, could provide housing and personal stability to a vast number of
young adults, and especially meet this need for the almost 10% of young adults (18-25) who experience
homelessness each year (Morton et al., 2018a). In turn, this stability could provide a far greater number of
young adults the option of benefiting from the opportunities for skill acquisition and personal
development normative in their life stage and necessary for economic survival in a post-industrial,
knowledge-based economy. Increased postsecondary education and training have the potential to improve
long-term earnings and quality of life for YAEH and other low-income young people. Furthermore,
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engagement in education and/or employment as a young adult is associated with long-term positive health
self-assessment (Lewis & Gluskin, 2018). In addition to serving as a linchpin for YAEH, a UBI could
prevent young adult homelessness in other populations at high risk of homelessness (i.e., transitioning
from foster care; Courtney & Trivedi, 2021; Dworsky et al., 2013) and for other low-income young
people without sufficient funds and/or supports to maintain housing.

The basic premise of a UBI is that it would provide a safety net for each and every member of society. It
would help marginalized, low-income populations, such a YAEH, achieve improved financial
independence, housing stability, and wellness, and it would recognize the dignity and worth of each
person, one of social work’s foremost principles (NASW, 2020). If Canada’s pilot with adults
experiencing homelessness can offer any insight, it is that people experiencing homelessness will be
judicious in their spending and use the funds in ways that help them achieve housing and other personal
goals. The pandemic-related stimulus checks and shoring up of public assistance and social insurance
programs provided in 2020-21 provide a jumping off point to roll out a UBI, which would provide a
transformative measure of equity to YAEH and other populations through dignified choice and
opportunity to meet their needs and goals.
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Abstract

Malingering patients have presented continuing challenges to mobile crisis behavioral health emergency
clinicians. Through a Theory of Planned Behavior lens, clinicians’ experiences with malingering patients
were explored, including their attitudes, their anticipated and actual challenges, interventions, and
perceived support from leadership and interdisciplinary team members. The author demonstrated
clinicians experienced caution in working with patients with malingering behaviors. Five behavioral
health clinicians were interviewed virtually, using semi-structured questions, from an urban mobile crisis
behavioral assessment team. Moustakas’ modified data analysis approach was utilized to identify themes
common to these clinicians’ experiences. Six themes emerged from verbatim transcript coding and data
analysis: 1) malingering recognition; 2) expected scripting; 3) professional helplessness; 4) clinician
effectiveness; 5) clinician frustration; and, 6) interdisciplinary team validation. Clinicians experienced
similar challenges and frustrations when working with these patients, including a sense of professional
helplessness, yet had an overall sense of confidence and effectiveness in identifying malingering patients.
This study provided a greater understanding of crisis clinician experiences and provided implications for
social work practice.

Keywords: malingering; mobile crisis; social work; behavioral health; acute care

Mobile Crisis Clinicians’ Experiences with Malingering Patients in Acute Care:
A Phenomenological Study

Malingering patients have presented unresolved challenges to healthcare providers. Malingering patients
presenting to acute care settings are difficult to recognize (Zubera et al., 2014). The pace of these settings,
combined with a potential lack of patient collateral history, are contributing factors (Zubera et al., 2014).
In 2011, 20.2 billion was estimated to have been spent on adult mental disorder malingering disability
claimants (Chafetz, 2011; Chafetz & Underhill, 2013). Despite this cost estimate, the frequency of
malingering, specific to the clinical setting, is unknown (Bass & Wade, 2018) and was suggested to be as
costly as malingering has been found to be in other settings.
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There are practice challenges to effectively working with these suspected patients whose primary wants
may be underlying unmet psychosocial-spiritual needs, such as insufficient financial and healthcare
resources, poor and limited support systems, homelessness, and increased non-emergent psychological
distress. The author of this study sought to contribute to knowledge and the literature by exploring the
following research question: What are mobile crisis behavioral health practitioners’ attitudes, social
pressures, and perceptions, including perceived ease or challenge, in working with suspected malingering
patients in acute care settings? At the time of this study there were no known empirical studies of mobile
crisis acute care behavioral health teams’ experiences with malingering patients and no social work
inclusive studies despite social workers comprising the largest group of behavioral health providers. As a
result, there were no known theoretical frameworks that have previously been utilized to discuss these
provider behaviors in working with malingering. The Theory of Planned Behavior (TPB) was the
framework used in this study due to research on prediction of health care provider behaviors (Gaston et
al., 2008; Klaybor, 1998; Perkins et al., 2007). Costs to the healthcare delivery system, challenges to
providers, and the pressing need for standard guidelines on how to manage a malingering patient
contributed to the significance of this study (Pasha & Sharma, 2019).

Malingering

Malingering has been defined as “the intentional production of false or grossly exaggerated physical or
psychological symptoms motivated by external incentives” (American Psychiatric Association

[APA], 2013). The Diagnostic and Statistical Manual of Mental Disorders Fifth Edition (DSM-5) did not
present malingering as a diagnosis but instead as V code V65.2 and Z code Z76.5, which were meant to
note issues of clinical significance warranting attention (APA, 2013). At the initial assessment interview,
there was often no obvious reason to suspect that a patient was malingering their experiences (McCarthy-
Jones & Resnick, 2013). Malingering patients’ goals were to have a particular presentation of exaggerated
distress guided by patterns and symptoms deviant from patients who suffer with genuine psychiatric
disorders (Walczyk et al., 2018). The underlying motivations of these goals have been discussed in
adaptational, nurturance, and criminological explanatory models (Velsor & Rogers, 2019).

Malingering has no specific etiology, which presented challenges in estimating prevalence (Alozai &
McPherson, 2020). Base rates have important implications for clinicians and were defined as the chances
that a malingering patient will present in a clinical setting, such as the acute care environment (Finn,
2009). Malingering was thought to be rare in the clinical setting and more common in the medical-legal
settings (Bass & Halligan, 2014). Researchers examining base rates of malingering in different settings
surveyed 131 neuropsychologists and showed most malingering cases in a year period (n= 33,531) were
concerning medical matters (n =22,131) (Mittenburg et al., 2002). Another study (Rumschik & Appel,
2018) found 20% of psychiatric hospital emergency patients were suspected of malingering.

Clinicians tend to assume patient behaviors and complaints are truthful, which presents questions about
the detection of malingering and the level of subjectiveness involved (Reznek, 1998). Despite these
issues, researchers sought to identify malingering through the use of tests and scales such as the Rey 15
Item Test (Reznek, 2005), which has low sensitivity and high specificity, or the Miller Forensic
Assessment of Symptoms Test, which was recommended to not be used in silo to identify malingering
(Detullio et al., 2019). Test-retest reliability presented issues as patients’ clinical presentations, clinician
assessment findings, and scale results can all vary upon repeat interviews resulting in a false positive
(Rogers et al., 2010). Also, validity concerns persisted as these tests often rely on patients’ truthfulness
and rationality in answering scale items (Rogers & Bender, 2003).

Although malingering behavior can initially resemble factitious disorder, a differentiation is that
malingering patients were cognizant of their symptom exaggeration, whereas patients diagnosed with
factitious disorder had a strong belief their symptoms were genuine despite lack of medical confirmation
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(Martin & Schroeder, 2015). Formally labeling a patient as malingering has been a liability concern and
viewed as an untruth judgement that could be pursued as libelous, which could be malpractice (Weiss &
Van Dell, 2017). The malingering DSM-5 code has been shielded by the courts, despite the lack of a gold
standard for detecting this phenomenon (Weiss & Van Dell, 2017). This lack of absolution was shrouded
in clinician assumptions that the patient is a rational historian, unless presenting with apparent psychiatric
symptoms to the contrary. Psychiatrists, nurses, social workers, and psychologists appear to have similar
viewpoints concerning the concept of malingering patients (Murdach, 2006). As a result, there have been
immeasurable impacts in crisis clinicians’ provision of accurate care and timely interventions. This is
significant for behavioral health clinicians because of a common concern with revolving door patients and
the concern of patients discharged with unmet and unaddressed needs.

At the time of this study, to the author’s knowledge, there was limited qualitative research focused on the
clinical experiences of externally consulted mobile crisis behavioral health clinicians who work with
these suspected patients in acute care emergency settings, including emergency rooms (ER) and urgent
care facilities. Previous research studies have focused on detection of malingering behaviors, methods of
intervention, and most often, studies were focused on psychiatrists’ experiences (Rumschik & Appel,
2018; Zubera et al., 2014).

Clinical Experiences with Malingering

At the time of this study, there was limited peer reviewed literature attentive to non-physician crisis
providers’ experiences with malingering patients. Most empirical studies focused on psychiatrists
(Rumschik & Appel, 2018). Rumschik and Appel (2018) conducted a study of 14 attending psychiatrists
and 405 patients of an inpatient psychiatric unit at a medical hospital and found a 33% (n = 134)
suspicion of malingering with 20% (n = 81) of them strongly suspected of malingering. Murdach (2006),
a clinical social worker, wrote a review of malingering. In nursing, there were reviews of malingering
patients mostly aimed to inform nurses’ experiences and offer implications for practice with these patients
(Mason et al., 2014). Psychologists published articles similar to the aforementioned social work and
nursing articles; however, a difference is an increased focus on using scales and testing in practice
implications (McDermott & Sokolov, 2009).

Trained and seasoned mental health clinicians can be deceived by patients (McCarthy-Jones & Resnick,
2013). Nursing implications explained the importance of accuracy in recognition of malingering so as to
avoid providing inappropriate prescriptions (Mason et al., 2014). Implications of a successful malingering
patient, at a clinician level, included an inability to properly understand a patient’s actual needs,
appropriately intervene, and reduce liability risks. At a facility level, consequences of patient malingering
included misdirection of facility staffing and bed resources. An accurate knowledge of the phenomenon
associated with malingering and a clear understanding of prevalence and base rates has important
implications for clinicians’ proper assessment of this problem (McCarthy-Jones & Resnick, 2013).
Seasoned behavioral health clinicians have often been unwilling to confront the patients due to concern
about risk management (Weiss & Van Dell, 2017) and concern over the impact confrontation could have
on the helping relationship (Waite & Geddes, 2006).

Theoretical Underpinning

The Theory of Planned Behavior (TPB) has been used to inform previous studies of healthcare
professionals’ behaviors (Kelly et al., 2012; Kortteisto et al., 2010;) and found to have better predictive
power and relevance to healthcare providers (Millstein, 1996; Godin et al., 2008). Behavior intentions
were based on three factors related to behaviors: attitude, subjective norm, and perceived control (Ajzen,
2020).
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Previous studies noted the applicability in exploring and explaining healthcare professionals’ experiences
and in designing theory-based interventions to change professionals’ behaviors (Perkins et al., 2007;
Thompson-Leduc et al., 2015). The central themes of this theory applied to anticipated clinician
experiences included: 1) attitudes, which were the emotional and rational reasoning used to decide
whether to label a patient as malingering; 2) social pressures or the subjective norm, which is the
validation sought from agency supervisors and patient acute care attending physicians about their
recommendation to discharge a suspected malingering patient; and, 3) perceived ease or challenge
performing a behavior, including anticipation of obstacles (Thompson-Leduc et al., 2015).

Methods

This study was approved by the University Institutional Review Board. A purposive sample of five
participants was recruited during a monthly team meeting of a well-established behavioral health mobile
crisis team of over 50 clinicians located in a major city within the South-Central United States.
Participants were recruited during an optional monthly team meeting. Meeting attendance was optional
due to the nature of the 24/7 on-call work in the field.

Data Collection

Dukes (1984) recommended three to ten as a sample size for a phenomenological study. Five participants
was within the range of number of interviews recommended. Saturation was apparent after coding
verbatim transcripts of these participants; because no new themes emerged from these five individual
interviews, recruiting ceased and additional interviews were not pursued (Creswell & Poth, 2018). It is
important to note that this team consisted mostly of PRN clinicians who rarely visit the office. This may
have affected data collection efforts.

Participants voluntarily signed up via circulated sign-up sheet, which included a request for their contact
information, such as email addresses and phone numbers; professional credentials, such as whether they
are a social worker, a professional counselor, or a registered nurse behavioral health clinician; and, best
day and time to reach them. This sign-up sheet was circulated to all meeting attendees after a brief study
introduction and collected at the end of the team meeting. Informed consent forms were emailed to
interested participants, completed, and returned via email to the researcher prior to start of the virtual
interview.

The study investigator contacted participants via phone, a maximum of three attempts, to schedule
interviews. There were two attempts via phone; if the first attempt via phone resulted in no answer, a
voicemail was left; an email was sent as a reminder about the interview. Next, if no return call was
received within three days, a third phone call was attempted and a voice message was left. Data were
collected November 2019 and analyzed Spring and Summer of 2020. Field notes were taken immediately
following sessions.

Rigor and Trustworthiness

Methodological rigor was achieved by use of Burns (1989) method and through verification, validation,
and validity of data collected (Meadows & Morse, 2001). The phenomenon was defined according to a
literature review, the author’s past clinical experiences were bracketed, an adequate sample was analyzed,
including interviewing until saturation, and field notes were kept to increase rigor (Creswell & Poth,
2018; Meadows & Morse, 2001). Study design, method, and data analysis was examined by an
experienced qualitative, phenomenological researcher, avoiding methodological incongruence (Burns,
1989). Two participants were provided the findings to review, and they provided feedback confirming
accuracy for validation (Meadows & Morse, 2001).
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Data Analysis

This phenomenological study data was analyzed using Moustakas’s (1994) modified approach to answer
the research question. This method involved analysis using systematic steps and guidelines for developing
textual descriptions (Creswell & Poth, 2018). Moustakas’s modified approach to analysis required a
determination that the research question was best examined by a phenomenological approach as well as
identification and description of a phenomenon. Findings were useful to help with understanding
clinicians’ experiences for the development of implications for social work practice due to the costly
problem that malingering presents to agencies, facilities, insurances, and society. This was important
because it was crucial in the provision of effective interventions and services. Also, working with
malingering patient behaviors can contribute to burnout due to feelings of ineffectiveness and compassion
fatigue (Eliacin et al., 2018; Garcia et al., 2016).

Next, this approach required specification of the assumptions of phenomenology. Clinician views of
malingering patients were described. Also, bracketing the researcher’s own clinical practice experiences
with malingering patients and reflexivity (Jootun et al., 2009) was practiced by the study researcher.

Moustakas (1994) required data collection from clinicians who had experienced this phenomenon.
Theming of data based on significant statements was completed. Saldana (2016) explained that the goals
of the study determines the coding method selected. Recorded interviews were transcribed verbatim
followed by sentence-by-sentence deductive coding of all transcripts. This resulted in 157 codes that were
clustered into six themes. Codes with similar meanings were re-coded. Clusters of meaning were
developed and themed based on clinicians’ significant statement analysis using horizontalization. Finally,
these significant statements were examined and analyzed to develop textural and structural descriptions of
what the clinicians experienced with the phenomenon (Creswell & Poth, 2018). The process of reading,
re-reading, and coding the data was iterative.

Findings

Table 1 presents the demographics of the sample. As noted, 80% (n = 4) of the clinicians were female.
The majority were African-American (n=3, 60%), clinical social workers (n= 4, 80%), a professional
counselor (n=1, 10%), and a registered nurse (n=1, 10%), all with over 2 years of experience working on
a mobile crisis response team. One clinical social worker had a role of program manager, and another had
the role of clinical manager; these managers assessed patients in addition to their daily management
duties.

Table 1. Sample Characteristics

Characteristics n %
Male 1 20
Female 4 80
Race/Ethnicity
Black/African American 3 60
Caucasian 2 40
Licensed Profession
Clinical social worker 3 31
Professional counselor 1 20

Registered Nurse 1 20
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Table 2 includes selected examples of significant statements with their formulated meaning. Six themes
emerged from data analysis: 1) malingering recognition; 2) expected scripting; 3) professional
helplessness; 4) clinician effectiveness; 5) clinician frustration; and, 6) interdisciplinary team validation.
Table 3 provides an example of two theme clusters with their associated meaning. These themes are

discussed below.

Table 2. Selected Examples of Significant Statements of Clinicians and Related Formulated Meaning

Significant Statement
(1) I try to find out if the symptoms are real and why
they are doing this.

(2) ...a malingering patient, well a lot of times
sometimes they can present as a homeless patient, you
know you can tell that they’re homeless, you can look
at their feet, sometimes you can tell they’ve been
walking a lot, they’re dirty, ah but not just because
they’re homeless does not automatically mean that
they’re malingering.

(3) They want to be removed from their existing
lifestyle and they want others to do for them but
unfortunately they're not willing to do for themselves.

(4) 1 don't get really angry with them, but I do call him
out on it.

(5) When 1 first go in or whatever you know | tried to
maintain a, you know, professional but friendly
demeanor with the patient. | try to ask a few questions
to kind of get to know them, tell them a little bit about
me and you know kind of get into a comfortable
conversation with them at first.

Formulated Meaning
(1) Clinicians assessed patients and their symptoms
prior to considering a patient as malingering.

(2) Malingering patients often had unmet bio-
psychosocial needs; this was a red flag that clinicians
considered as they continued their assessments.

(3) A malingering patient, who was assessed to have the
capacity to follow through, lacked motivation to follow
through on clinician recommendations and resources
that can assist in resolving their unmet needs.

(4) Anger was felt but was not displaced onto the
malingering patient.

(5) A professional composure was
effectively establish rapport.

required to

Table 3. Example of Two Theme Clusters with Examples of Their Associated Formulated Meanings.

Professional Helplessness
(1) A feeling and sense of impossibility with getting
positive outcomes.

(2) Worry about the patients” unmet needs that persist
outside of the scope of the intervention and inability to
ameliorate their stressors.

(3) The uncertainty of what was truly motivating the
malingering behavior.

(4) Uncertainty and consequence doing this work.

Clinician Attitudes

(1) Hoping not to become jaded towards working with
these patients.

(2) Feeling emotionally drained when working with
these patients.

(3) Important work that is treated as significant.

(4) Sincere interaction.
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(5) Patients often had no shelter and would show (5) Staying hopeful with work.
disinterest in, decline, or refuse resource options.

Theme 1: Malingering recognition. Clinicians were collectively confident in their identification of
malingering patients. They all denoted that malingering patients were interested in a secondary gain. All
reported experiences with recognizing malingering behaviors in patients who reported inconsistent
complaints, histories, and stories. Clinicians often experienced the same patients presenting malingering;
therefore, their experiences provided them opportunity to recognize this. Their identification and
recognition of malingering was illustrated by these quotes:

The malingers at times be [sic] very persistent about remaining where they are and continuing to
insist upon symptoms. However, there is no sign of distress, there’s no symptomology to
substantiate what they are verbally saying so you don’t see that.

“It is their verbal communication that is in conflict with what is presenting and those are things
that we mostly look at to identify a malingering patient.”

Theme 2: Expected scripting. Once clinicians identified a patient as malingering, whether through report
from interdisciplinary team staff, known patient history, or at an initial face to face meeting, they
expected the patient’s scripted presentation of their stories. These patients presented with rehearsed,
prepared stories, which were a collection of inconsistent symptoms, experiences, and histories. This
included stalling to prolong their time in the hospital. Clinicians’ reports of these experiences are noted
below.

So, I mean...a couple of thoughts you know obviously | was concerned about, you know, where
they are going to live; you know, kind of worried about that, kind of knowing they're not going
to be very happy when I'm telling them that we're going to discharge them.

“I mean, for instance, | may come across a patient who, they'll have certain like key phrases that
they'll use in the ER where they're pretty much scripted.”

Theme 3: Professional helplessness. These patients had persisting unmet psychosocial needs. Because
many malingering patients consistently presented lacking basic needs, clinicians felt a sense of inability to
effectively intervene by immediately resolving a patient’s problems and expressed a sense of
helplessness; this was a less prevalent theme. Clinicians expressed difficulty adequately addressing
secondary gain motivators that were within the scope of their human service practice due to the nature of
the crisis environment. Some local community resources were not available to immediately resolve many
of these basic need issues. Clinicians’ sense of helplessness was noted by this quote:

I work really hard to get the resources for them that actually would be beneficial with them, get
them connected with, sometimes, the county mobile crisis outreach team or some type of case
management services in the home or in the community and give them a good set of resources that
would be beneficial to them.

Theme 4: Clinician effectiveness. Clinicians sought to identify patients’ core issue. This often resulted in
gentle confrontation and assertiveness about their suspected malingering behavior. Rapport building was
reported as key to developing dialogue and building trust in hopes that patients can reciprocate
truthfulness and disclose their true needs. A clinician stated, “Just try to take an approach to let them
know that, you know, that I'm willing to help them out if they're able to just kind of, you know, be
forthcoming with me...”
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“When they see that you're genuinely concerned, you know, then you can sometimes be more
effective with them.”

I'll talk him up a little bit to kind of get them comfortable with me, and if | feel they’re
malingering, I'll just kind of stop for a minute, look him in the eye maybe give him the [facial
expression] and say, ‘OK, now tell me why you're really here.’

Theme 5: Clinician attitudes. Clinicians thought it was important to have reported that they maintained an
unbiased, objective approach to working with these patients. Two clinicians said that they wanted to
avoid becoming jaded due to their encounters with this work. Frustration was collectively expressed;
however, one clinician indicated that she does not let this affect her as other colleagues have. Clinicians’
attitudes are illustrated by these quotes:

Well, um, it's frustrating because obviously our job is to, you know, help people that have mental
illness and addiction and get them to the right... ah right facility, the right level of care, and when
somebody is, you know, feigning symptoms they did [sic] that they don't really have, | think, you
know it can tend to make quick clinicians kind of angry.

“Malingerers can be very disappointing to serve. It's, uh, it's not a population I enjoy engaging.”

Theme 6: Interdisciplinary team validation. Clinicians’ colleagues were primarily described as validating
and supportive of their approaches to working with these patients and their recommendations. This
included managers and direct care hospital ER interdisciplinary team members. The following illustrated
clinicians’ perceptions of support for how they intervene with malingering patients:

“... if you have supportive ER staff doctors who are used to dealing with malingerers, they are
usually pretty good about backing you up and ah discharging the patient.”

“So they've actually been very supportive again. If I... | have to call my supervisor after I've done
the assessment and go over what, you know, I think should happen with the patient, and they
pretty much back me up.”

Most of the time they're the ones that initially think the patient is malingering as well so if |
validate that I think...that, they are generally supportive of that for the most part. I've had a few
situations where, you know, they really believed...the patient story versus me [sic] but very
seldom. | think that most of the experienced ER nurses and doctors pretty adapted it [sic], seeing
through it a lot of times as well. And of course, they're trying to move people through the ER and
you know and discharge people that don't belong there so, so | think you know we generally tend
to agree.

Discussion

In this study, the TPB framed clinicians’ experiences working with malingering patients. Overall,
findings were similar across disciplines and demonstrated clinicians’ descriptions of this phenomenon
were in line with the DSM-5 definition, which included the terms “secondary gain” (APA, 2013).
Clinicians’ attitudes and social pressure experiences were often aligned with the literature and predictable
(Godin et al., 2008); however, at times these were misaligned, which coincided with the known concerns
associated with detection of malingering (McCarthy-Jones & Resnick, 2013; Bass & Halligan, 2014).
Clinicians believed that they were capable of identifying malingering, which was explained by perceived
behavioral control as part of the TPB, which clinicians based on past experiences, anticipated obstacles,
and involved perceived ease or challenge with performing a behavior (Thompson-Leduc et al., 2015;
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LaMorte, 2019). Clinicians were well experienced as part of a mobile assessment team that serviced many
acute care settings in their area, which is one of the top five populous cities in the United States. As a
result of their past clinical experiences, their confidence translated to clinical skill with identifying
malingering patients. Clinicians collectively experienced recognizing malingering patients during initial
interviews, which was counter to the literature that stated that there was often no obvious reason to
suspect a patient as malingering upon initial assessment (McCarthy-Jones & Resnick, 2013). One
clinician stated, “a twist and turn in their story makes you think, what’s going on with this assessment?”
Hesitation with labeling was suggested in the literature; however, these clinicians expressed comfort and
a sense of accuracy with labeling patients as malingering. This could be due to their reports of some
suspected malingering patients presenting to the same facilities at certain seasons of the year or at certain
predictable times, which became apparent as a result of clinicians’ years of experiences at these particular
facilities. They recognized these patients had exaggerated and inconsistent presentation of symptoms,
which coincided with the literature (Walczyk et al., 2018). This comfort was contrary to what literature
found, which noted that clinicians could have been deceived by these patients (McCarthy-Jones &
Resnick, 2013) and that this problem could be difficult to recognize (Zubera et al., 2014) and difficult to
diagnose (Rumschik & Appel, 2018). There could be risks associated with labeling a patient as
malingering (Weiss & Van Dell, 2017).

Clinicians noted malingering patients were scripted in their malingering behaviors, suggesting that
prepared patients could conflict with the clinicians’ reported goal to empower these patients. A
clinician described this as, “...they kind of know all the answers to all the questions that you're going
to ask them. They know the right things to say.” This finding was aligned with the theoretical
explanations for malingering behaviors (Velsor & Rogers, 2019) and confirmed why a person-centered
approach, which theorized that patients are resourceful and capable of finding the solutions to their
problems (Cain, 2010) may not be ideal in working with these patients. Also, other unhelpful
approaches include making commitments, excessive pressuring, and having an adversarial stance of
judging and blaming. Mild confrontation while maintaining professional clinical distance was
recommended in working with these patients (Murdach, 2006), which coincides with clinician reports
that they have confronted patients about their malingering behavior.

Despite a sense of professional helplessness, and the concern over effectiveness, clinicians’ attitudes
exemplified overall confidence in their effectiveness when it came to recognizing these patients and
appropriately recommending them for discharge with resources. Accurate knowledge and assessment
were paramount to understanding this phenomenon (McCarthy-Jones & Resnick, 2013). Clinicians’
professional helplessness stemmed from the patient’s unmet needs, which were often needs that required
follow up beyond their crisis setting scope of practice. They were intervening by taking steps to establish
rapport, remaining non-judgmental, and positioning themselves to attain trust from these patients. TPB
suggested their effectiveness was based upon their perceived behavioral control (Godin et al., 2008).

Use of therapeutic skills and empathetic listening can help usher patients toward revealing and
unmasking their actual problems and concerns (Murdach, 2006). The theme of clinical effectiveness
aligned with this recommendation as clinicians explained it was a requirement of rapport building to
learn the core motivation of these patients. Drawing out paradoxes in complaints and symptoms and a
gentle revealing of these inconsistencies was appropriate (Murdach, 2006). Clinicians recognized the
importance of attentiveness to these contradictions in patients’ narratives when they were completing
their assessments.

The social pressure and norms of human service work’s strengths-based practice perspective indicated
clinician sense of helplessness was accurate. Clinicians sought to ameliorate client challenges and
suffering and address unmet needs by providing education and resources. This was in line with a
strengths-based approach (McKnight, 2016). Clinicians sought to identify patient core motivations for
presenting at the acute care facilities. They were forward in gently confronting patients, inquiring about
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their patient’s honesty and truthful reporting of their actual unmet needs: “sometimes it does
take being much more assertive than you would in [sic] normal patients, and in the process
sometimes assertiveness is required.”

Clinicians’ decisions about working with malingering patients were unique and individual to them (Godin
et al., 2008). Their participation within an interdisciplinary team and reliance on physicians to make the
final decision as to patient disposition was native to these mobile assessment acute care clinicians’ roles
and part of the social norm. Clinicians experienced validation by their peers, which meant their peers
supported their treatment or discharge recommendations for these malingering patients. This finding was
consistent with the literature indicating clinician behaviors were influenced by the expected outcome to
discharge these patients (LaMorte, 2019).

Clinicians anticipated obstacles when working with these patients (Thompson-Leduc et al., 2015). One
clinician stated, ...sometimes working with the malinger can be frustrating especially if you are pressed
for time and/or if the person is highly experienced.” A self-inventory of attitudes and emotions in working
with malingering patients was vital to ensure the National Association of Social Worker’s ethical
principle of respecting the dignity and worth of the person and commitment to clients is upheld (NASW,
n.d.); cautious use of language used when working with interdisciplinary teams is important. A strengths-
based approach and reframing promotes effectiveness.

This study provided evidence that experience improves clinicians’ recognition and identification of
malingering behaviors, including specific malingering behaviors encountered, intervention methods,
and agency and hospital team support. A focus on the core motivation of the drivers of malingering
behavior was explored, and studies found malingering patients expected secondary gains as a result of
exaggerating or deceiving their health care providers about their psychiatric symptoms (Zubera et al.,
2014). These patients can be managed by a focus on verifiable and well-defined immediate problems
(Murdach, 2006). Use of collateral history to ensure a comprehensive biopsychosocial history is vital
and yet can present ethical issues. This could contribute to difficulty in confirming suspicion of
malingering. Clinicians used collateral history to validate or invalidate malingering patients’ presenting
problems.

Implications for Social Work

Social worker implications are associated with the National Association of Social Worker’s (NASW)
healthcare practice standard (i.e., NASW, 2016). Social workers are mandated to adhere to the healthcare
practice standards and be aware of the healthcare setting issues that they work in (NASW, 2016).
Although clinicians are unable to follow up with clients beyond the acute care setting, these clients can be
referred to other resources. For example, if the patient was insured, they may have access to managed care
case management resources (NASW, 2016).

Additionally, inexperienced and experienced social workers are cautioned to consider the impact of
malingering patients’ behaviors beyond the hospital environments, such as abuse of health insurances,
including Medicare and Medicaid (Murdach, 2006), and how this can be considered fraud and abuse.
Health care providers are covered entities of the Health Insurance Portability and Accountability Act that
states, “a covered entity may disclose to a law enforcement official protected health information that the
covered entity believes in good faith constitutes evidence of criminal conduct that occurred on the
premises of the covered entity” (Health Insurance Portability and Accountability Act, 1996). Reporting
malingering could be a deterrent (Rumschik & Appel, 2018), yet could present an ethical dilemma as
confidentiality is an ethical mandate, particularly of social workers. Clinicians are also recommended to
consider the False Claims Act which forbids billing for unnecessary services (The United States
Department of Justice, n.d.) when considering appropriate service referrals.
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Murdach (2006) recommended social workers consider the power dynamic in the clinician-client
relationship since power-sharing can maintain a malingering patient’s use of deception. This is
contradictory to empowerment theory which seeks to strengthen malingering patients so they can take
action to improve their situations (Turner & Maschi, 2015).

Thorough assessments, detailed documentation, and use of supervision and consultation is key.
Malingering patients can be litigious (Murdach, 2006). Due diligence, attention to these patients’ needs
and complaints, and thorough consultation and documentation is imperative (Murdach, 2006). Clinicians
in this study did not mention a concern for risk in discharging these patients; instead, they indicated an
experience of validation by the interdisciplinary team at the hospital and also from their agency
management, who they review their cases with, which may have enhanced their comfort with
recommending discharge.

Empathetic listening can enhance rapport and contribute to de-escalation of untruthfulness. A thorough
review of physician, nurse, and sitter notes, as well as rapport with the team, can promote clarity in
arriving at a malingering diagnosis, and also promotes an effective discharge plan that is reinforced by
each care provider during their dialogue with the patient at discharge. This can influence patient
motivation to follow up on social work recommended resources.

Mild confrontation of known repeat malingering patients, while maintaining appropriate clinical distance,
is recommended (Murdach, 2006) and use of collateral history is imperative. Consultation and
supervision are suggested to recognize and process challenges in practice with suspected malingering
patients to remain sensitive, empathetic and compassionate when working with these patients.

Limitations

The limitations of this study included: 1) sample size; 2) sample composition (the sample was comprised
of only experienced clinicians with no novice clinicians recruited, and the sample included varied
provider types); 3) at the time of this study the author found limited literature and empirical research
specific to mobile crisis clinicians, therefore, there were no previous studies as an exemplar; 4) limitations
of the TPB were not discussed, such as the assumption that decision making is linear; 5) epistemological
constraints associated with a concept that has been deemed difficult to detect; and, 6) findings are not
generalizable. TPB does not account for additional clinicians and assumes clinicians have the experience
and practice knowledge despite widespread detection difficulty. Notwithstanding these limitations, this
study provided important contributions to behavioral health clinicians and their interdisciplinary teams
who work in acute care crisis stabilization settings.

Future Research

Future research that focuses on master’s level social workers, who are the largest group of behavioral
health providers, and utilizes a grounded theory research approach is suggested. This will provide an
exemplar and greater understanding of best practices. Additionally, replicating empirical studies
conducted with neuropsychologists and psychiatrists with samples of social workers, as well as research
on base rates, are suggested.

Conclusion

Caution is recommended in labeling a suspected malingering patient. Thorough assessment, including
collateral information from various sources, is vital. Despite this recommended caution, experienced
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clinicians rely on their years of experience and judgment to recognize a malingering patient and do not
use the language of “suspected.” Despite a varied sample of a registered nurse, 3 social workers, and one
licensed professional counselor, interview findings were very similar. This study sought to explore
clinicians’ experiences with suspected malingering patients and showed these ongoing uncertainties in
detection demonstrated a collective sense of stifling in practice. Given the risks, clinicians were rightly
cautious in labeling a patient. An awareness of ethical issues and risks of working with malingering
patients, while assertively intervening and utilizing an interdisciplinary team approach, are best practices.
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Abstract

Individuals with disabilities and individuals who identify as LGBT (LGBTPWD) are well known to the
field of social work as members of marginalized communities. However, there is a paucity of research
examining the intersectionality of these two identities and pertinent considerations for practitioners
serving patients who are members of both populations. The research that does exist suggests disability,
sexual orientation, and gender identity are intimately connected, and LGBT people with disabilities
experience higher rates of several mental health problems including depression, anxiety, PTSD, and other
diagnoses. These issues are compounded by a prevalence of stereotypes and a lack of provider
competency on issues specific to this population. This paper utilizes an intersectionality framework to
describe the unique mental health considerations that arise as a result of multiple identities for individuals
living in the United States who have disabilities and identify as LGBT, as well as key challenges for
mental health practitioners serving this population. Additionally, this paper outlines one potential
intervention for use with LGBTPWD.

Keywords: disability; LGBT; mental health; intersectionality; support groups

Towards an Intersectional Intervention for LGBT People with Disabilities

In October 2020, Texas’ social work regulatory board voted to remove disability, gender identity, and
sexual orientation from the list of groups protected from discrimination by the board’s code of conduct
(NASW Texas Chapter, 2020). The Executive Director of NASW/TX released a statement expressing his
concern that these changes may deter clients from partaking in social work services or that social workers
may now feel emboldened to deny services to certain groups of people even if the ethical obligation to
serve these groups remains (Francis, 2020). While this measure has since been reversed by the state’s
social work board following an outcry by social workers and community members, developments such as
this point to a need for increased focus on social work’s role in protecting marginalized populations
including sexual and gender minorities and people with disabilities, especially in the sphere of mental
health therapies and social work practice.

© 2021 Perspectives on Social Work
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Moving forward, it is imperative that the social work profession strive to not only improve outcomes for
the disabled and LGBT populations separately but also to consider the needs of LGBT individuals who
are disabled (LGBTPWD). Future research and practice should consider the role intersectionality plays in
the experiences of those who meet criteria for inclusion in both groups. This paper attempts to help forge
this connection by utilizing an intersectionality framework to describe the unique mental health
considerations that arise as a result of multiple minority identities for individuals living in the United
States who have disabilities and identify as LGBT, as well as key challenges for mental health
practitioners serving this population. Additionally, I suggest a potential intervention for providers who
wish to address the problems faced by this population through an intersectional lens.

For the purposes of this discussion, “individuals with disabilities” refers to those living with intellectual
or developmental disabilities, which were defined broadly by Carulla and colleagues (2011) as “a group
of developmental conditions characterized by significant impairment of cognitive functions, which are
associated with limitations of learning, adaptive behaviour and skills” (p. 177). Developmental
disabilities occur at birth or during the developmental period and can include either intellectual or
physical disabilities or both (Thompson Policy Institute, 2016). It is important to note that while the
“intellectual and developmental disability population” (IDD) is often discussed as a singular community,
intellectual and developmental disability are distinct concepts (Family Service Foundation, 2016).
According to the Thompson Policy Institute (2016), intellectual disabilities can fall under the umbrella of
developmental disabilities, meaning a person with a developmental disability may or may not meet the
criteria for having an intellectual disability. Alternately, a person with an intellectual disability, depending
on at what point in the person’s life the disability developed, may or may not qualify as having a
developmental disability.

It should be noted that people with intellectual and developmental disabilities are significantly more likely
to also experience a physical disability compared to the general population (Hughes-McCormack et al.,
2017). Additionally, it is vital to understand the distinction between mental illness and intellectual or
developmental disability. While these terms may occasionally be used interchangeably, they are distinct
phenomena (Thompson Policy Institute, 2016). Intellectual and developmental disabilities can both alter
cognitive ability, but mental illness generally does not diminish cognitive ability. Additionally, while
mental illness is typically considered to be pathological, some disabilities, such as autism, can be
considered to occur as part of the normal variation of human experience. Advocates of this understanding
of disability often reject the medical model of disability in favor of a social model (Mulvany, 2000). This
idea has been slower to take hold within the scientific community but is widely discussed in popular
media and disability advocacy circles (Endow, 2019; Lewis, 2020; Matthews, 2015; Stevenson, 2015).
Queer disabled activist Eli Clare (2001) aptly sums up this concept:

Disability, not defined by our bodies, but rather by the material and social conditions of ableism;
not by the need to use a wheelchair, but rather by the stairs that have no accompanying ramp or
elevator. Disability activists fiercely declare that it’s not our bodies that need curing. Rather, it is
ableism— disability oppression, as reflected in high unemployment rates, lack of access,
gawking, substandard education, being forced to live in nursing homes and back rooms, being
seen as childlike and asexual— that needs changing (p. 360).

This paper does not distinguish between those with both intellectual or developmental disabilities and a
physical disability and those who do not have a physical disability. While the abbreviated term, LGBT, is
utilized in this paper, it should be noted that the discussion does refer to all individuals within the
LGBTQIA+ community, including but not limited to lesbians, gay men, bisexual, trans, queer or
questioning, intersex, and asexual individuals (University of California San Francisco (UCSF), n.d.). This
paper adopts the definitions of sexual orientation or identity and gender identity offered by the Human
Rights Campaign (n.d.), with sexual orientation being defined as an enduring romantic or sexual
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attraction to others and gender identity being defined as one’s concept of self as male, female, both or
neither.

Existing research suggests disability, sexual orientation, and gender identity are intimately connected.
Research shows lesbians and bisexual women are significantly more likely than straight women to
experience some form of disability, and the same holds true for gay and bisexual men (Fredriksen-
Goldsen et al., 2012). Lesbian, gay, and bisexual adults with disabilities are also more likely to have been
born with or acquired their disability at a young age than heterosexual people with disabilities
(Fredriksen-Goldsen et al., 2012). Additionally, authors like Walsh et al. (2018) and Jones et al. (2012)
continue to confirm a relationship between prevalence of autism spectrum disorder traits and
identification as trans or otherwise gender nonconforming.

While recent literature has done much to elucidate problems facing the LGBT and disabled communities
separately, the literature devoted to addressing the unique challenges which occur at the intersection of
sexual and gender identity and disability status is sparse. However, what we do know suggests LGBT
people with disabilities experience several adverse mental health conditions at disproportionately higher
rates than the general population. Research shows LGBT people with disabilities experience increased
rates of depression, anxiety, psychological distress, self-harm, PTSD, and other psychological problems
compared to the general population and to LGBT people without disabilities (Einfeld et al., 2011;
Leonard & Mann, 2018). Additionally, this population is exposed to a variety of psychosocial stressors
including stigma, minority stress, loneliness, and discrimination, which could contribute to negative
mental health outcomes (Dispenza et al., 2019; Leonard & Mann, 2018; Lopez, 2015). In this paper, |
utilize an intersectionality framework to assess and describe the unique mental health challenges facing
LGBT individuals with disabilities. | also describe considerations for practitioners serving this population
and argue these issues are best addressed through culturally competent, intersectional interventions, such
as support groups which have been specifically designed for use with this population.

Intersectionality Theory

The term “intersectionality” was first coined in 1989 to help shed light on the intersection of race and sex
for Black women (Crenshaw, 1989). Since its inception, intersectionality theory has been used to provide
a lens for examining many distinct sets of multiple minority identities. It is concerned with not only the
operation of intersecting marginalized identities, but also with how these intersections can lead to the
oppression of certain groups (Harrison, 2017). Authors have described social work’s relationship with
intersectionality in that it provides an analytical approach for understanding the relationships between
complex identities and their effects on people’s lives (Mattsson, 2014; Mehrotra, 2010). Indeed, there has
been substantial discussion of the need for an intersectional approach to the study of and practice with
LGBTPWD (Dispenza et al., 2019; Gutmann Kahn & Lindstrom, 2015; Hunter et al., 2020; Toftetal.,
2019, 2020). This paper utilizes an intersectional framework to guide the exploration of the mental health
challenges facing LGBTPWD and advocates for utilizing an intersectional approach to guide
interventions, such as support groups, with this population.

LGBT People with Disabilities

Young Adults and Adolescents

LGBT people with disabilities face a unique and complex set of challenges related to their mental health
and wellbeing as well as their access to appropriate and competent help (Brodwin & Frederick, 2010;

Hunter et al., 2020; Kattari et al., 2017; Toft et al., 2019, 2020). To help shed light on this issue, authors
have attempted to identify reoccurring themes in the ways both mental health practitioners and society in
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general view people with disabilities and their sexual and gender identities and expression, and how these
views impact LGBTPWD.

Young adults who identify as LGBTPWD were able to describe several themes involving their perception
of how they are seen by society (Toft et al., 2020). The young adults felt they were seen as incapable,
immature, and inferior, and there was a pervasive idea among others that they were “going through a
phase.” Brodwin and Frederick (2010) showed stereotypes regarding sexuality exist even among people
with disabilities who do not identify as a sexual or gender minority, including being viewed as not
sexually attractive or incapable of having sexual desires or any type of appropriate, consensual sexual
contact. Additionally, Burns and Davies (2011) identified a prevalence of homophobic attitudes among
women with intellectual disabilities.

This population may also be at an increased risk of being stereotyped and discriminated against starting
from a young age, according to one study (Blyth & Carson, 2007). Adolescent LGBTPWD interviewed in
one study reported they had trouble finding safe spaces where they felt supported in all of their identities,
and often did what they could to pass as non-queer and non-disabled (Gutmann Kahn & Lindstrom,
2015). Similarly, another study found students with disabilities who are LGBT in university settings may
feel a lack of support from university personnel and may feel uncomfortable discussing their identities
with others within the university (Henry et al., 2010). Unfortunately, others have also found
discrimination against LGBTPWD may exist within both the disabled and LGBT communities, and these
issues do not always seem to resolve when LGBTPWD reach adulthood (Lee & Fenge, 2016; Leonard &
Mann, 2018).

Intersex Individuals

Further, it has been suggested that intersex individuals with disabilities experience their own unique
challenges at the intersection of their identities (Carpenter, 2020). Intersex Human Rights Australia
(IHRA) acknowledges that, while intersex and disability rights organizations have a long history of
cooperation, the intersectionality of these two identities is poorly recognized within the scientific
community (IHRA, 2012). One notable difference that may lead to a different experience in intersex and
disabled individuals versus LGBTPWD more generally is the fact that, while belonging to most other
sexual and gender minority groups is no longer formally pathologized (Drescher, 2015), belonging to the
intersex community is still regarded as a disorder of sexual development (Carpenter, 2018). This attitude
toward intersex individuals may further increase the stigma faced by LGBTPWD.

Asexual Individuals

Given the stereotype that individuals with disabilities, regardless of sexual orientation and gender

identity, are generally not interested in or not capable of consensual sexual relationships (Brodwin &
Frederick, 2010), asexual individuals with disabilities may also be disproportionately impacted by adverse
experiences surrounding their identity. Cuthbert (2017) conducted an exploration of the intersection of
asexuality and disability. Cuthbert interviewed 11 participants who identified as asexual and disabled, and
found all interviewees felt their disability somehow mediated their experience of asexuality. Some
individuals noted that since their disabled experience tended to be seen as pathological, others viewed
their asexuality as a part of their disability rather than a distinct and enduring sexual orientation. One
participant, who identified as asexual and heteroromantic, reported experiencing feelings that his
disability defined his whole existence and others tended to be skeptical of the validity of his asexuality.

Other Challenges Related to Dual Identities
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Other research has shown exposure to microaggressions, which are brief statements or behaviors that
insult someone based on their membership in a group (Pierce et al., 1978), as a form of discrimination can
also be detrimental to this population. One study found a greater number of ableist microaggressions are
associated with less satisfaction with social supports among LGBTPWD. Additionally, experiencing
more microaggressions was associated with a greater level of depressive symptoms (Conover & lIsrael,
2019).

Hillier and colleagues (2019) further discussed the impact of these dual identities. The researchers found
that among a group of individuals with Autism Spectrum Disorder (American Psychiatric Association,
2013) who had differing gender identities, there was a general consensus surrounding a feeling of
isolation caused by a lack of understanding of their dual identities as both disabled and gender diverse
persons, and the idea that there is a lack of knowledgeable and safe services available to them. This
corroborates other findings, which suggest LGBTPWD face decreased access to appropriate social and
mental health services, and existing disability-focused services may do a poor job of addressing sexual
and gender identity rights and freedoms (Leonard & Mann, 2018).

The aforementioned concept of accessibility is a frequently occurring theme in the literature surrounding
issues facing LGBTPWD. Several factors contribute to this lack of accessibility, including physical
barriers (lezzoni, 2011; Hunt et al., 2006); absence of universal design structures and methods (Kattari et
al., 2017); and limited practitioner competence and training (Hinde & Mason, 2020; Werner & Stawski,
2012). Hunt and colleagues (2006) conducted interviews with a sample of 25 lesbians with disabilities to
gauge their experiences of receiving mental health counseling. A large percentage of study participants
expressed their concern at a lack of cultural competence among their mental health providers. Participants
also cited a lack of access to the counseling offices themselves, with one individual reporting it was
difficult to find a counseling office with a ramp, and once she found one, the door at the top of the ramped
entrance was always locked. According to other authors, LGBT people with autism may be especially
impacted by a lack of access to appropriate services, with survey respondents citing inappropriate care,
refusal of care, and inadequate health insurance coverage as barriers to access (Hall et al., 2020).

Restrictions related to the living environments of LGBTPWD may also negatively impact their sexual
health, expression of identity, and safety (McClelland et al, 2012). Alternately, research has shown
positive sexual experiences and good sexual health contribute to physical, mental, emotional, and social
wellbeing (Hensel, Nance, & Fortenberry, 2016). Respondents to a 2012 survey reported they were
affected by rules that restricted their sexual activity, especially if they lived with their parents or in a
group setting (McClelland et al., 2012). This led to some of the respondents resorting to the use of unsafe
or risky social spaces for sexual encounters.

Role of Intersectionality and Considerations for Social Workers and Mental Health
Providers

This section will focus on the importance of utilizing an intersectional framework and strategies that
promote resilience in social work practice with this population. According to Johnson (n.d.), resilience is
the ability to recover from adverse experiences. Johnson goes on to describe resilience as an important
foundation for healing trauma and overcoming individual and systemic sources of stress. This topic has
been discussed on a broad scale for its applicability to therapeutic approaches in general. Incorporating an
intersectional framework for social work practice was discussed by Mattsson (2014). Mattsson suggested
social workers take time to critically reflect on the power relations at play between the social worker,
client, and social work organization while paying special attention to gender, sexuality, race, and class as
central to oppression. In a discussion of techniques for the ethical application of art therapy, Kuri (2017)
asserted that an intersectional framework should be incorporated whenever possible to address cultural
disadvantage. Kuri described a need for therapists to “make a commitment to ongoing reflexivity, which
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means working toward a critical awareness of their social location and assumptions with respect to power,
privilege, and oppression” (p. 120).

Utilizing an intersectional approach to practice has also been discussed in the context of more specific
populations. Authors like Golden and Oransky (2019) described the significance of viewing a population
of transgender adolescents through an intersectional lens and conducting therapy with them accordingly.
The authors theorized there are four central tenets of intersectionality for use in therapy. First, the
practitioner must acknowledge that individuals may hold many identities at the same time, and the
combination of those identities shapes experience. Second, the practitioner must understand identities are
not uniform and identities and their relationships can change over time. Third, it should be understood
that not all individuals under the umbrella of a certain identity will hold the same history or experience.
Finally, it is vital to remember the amount of privilege or oppression a person experiences is largely
contextual and dependent on the situation.

Hunter et al. (2020) encouraged practitioners to use such an intersectional lens when developing and
utilizing treatment models with LGBTPWD specifically. It has also been emphasized that practitioners
using intersectional perspectives must seek to understand distinct social identity categories while also
understanding the complexities of the ways people perceive their own identities (Miller, 2018).
Additionally, utilizing such a framework with goals like improving health equity should focus not only on
providing better care and closing health gaps, but on “celebrating difference” (Nakkeeran & Nakkeeran,
2018, p. 17).

Some authors have proposed using an intersectional treatment method that focuses on promoting
resilience factors (Hunter et al., 2020; Miller, 2018). In this context, Hunter and colleagues (2020)
described resilience as the ability to gain intrapersonal strength in the face of stressors, and they discussed
the importance of promoting maximizers of resilience, such as self-acceptance and social support, through
treatment. In discussing the promotion of resilience factors in racial/ethnic minorities living with HIV,
Earnshaw and colleagues (2015) suggested that using an intersectional approach could allow providers to
recognize the way stigma and discrimination relate to a lack of resilience factors in their clients. To
combat the impact of this stigma and discrimination, they proposed that interventions take a strengths-
based approach focused on increasing acceptance and social supports. In the LGBTPWD population
specifically, factors contributing to resilience include self-acceptance, advocacy and social support.
Additionally, several factors inhibit resilience, including fragmentation of identity and identity
concealment (Hunter et al., 2020).

Other studies have focused on empowerment of these clients and suggested an emphasis on collaboration
between practitioner and client and on promoting self-determination, autonomy, and dignity (Dispenza et
al., 2019). Similarly, some have argued that since this population might be disempowered in their
relationships, empowerment in a counseling setting is especially important (Lopez, 2015). When
considering this approach, it is valuable to understand that the concept of empowerment can be seen as
both a process and an outcome (Okech et al., 2020). It describes the enabling of marginalized individuals
and groups to access resources that increase their strengths and allow them more freedom to actualize
their goals and aspirations (Teater, 2014). Therefore, it follows that empowering LGBTPWD to access
these strengths (e.g., resilience factors) may help free them to overcome some of the challenges they
experience related to their identities.

An additional, and important, aspect of treatment of LGBTPWD through an intersectional lens is
affirmation of this population’s multiple identities and the unique set of challenges that may accompany
them. The importance of using trans-disability affirming therapeutic techniques with clients who are
transgender and disabled has been discussed (Ballan et al., 2011). The benefits of using affirming and
strengths-based practice techniques with LGBTPWD have also been described (Gates & Kelly, 2017).
Since this population is known to face substantial discrimination and little validation of their identities
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(Kattari et al., 2017; Hillier et al., 2019; Lee & Fenge, 2016), it follows that these aspects of treatment
may be especially vital. One such intersectional intervention for serving LGBTPWD, the support group,
is outlined below.

Role of Race and Age in an Intersectional Treatment Approach

Finally, as an intersectional treatment approach for LGBTPWD must consider the dynamics of power,
privilege, and oppression related to all aspects of a person’s identity, credence should be given to
understanding the intersectionality of race and age within the LGBTPWD population. The importance of
considering racial background when providing services to LGBTPWD will be discussed first. While there
is comparatively little research dedicated to examining the experiences of LGBT people of color with
disabilities specifically, the intersection of race and sexual and gender identity has been well explored
(Nadal et al., 2017).

Cyrus (2017) discussed multiple minority stress in LGBT people of color, citing that this population is at
an increased risk of stigmatization, discrimination, and fear of rejection. Cyrus found LGBT people of
color are often subjected to racism and social exclusion from the LGBT community and may experience
homophobia from their racial/ethnic group community. It was also theorized that the stressors faced by
this population likely have implications regarding risk for mental illness, access to mental healthcare, and
competency and quality of care from providers (Cyrus, 2017).

An examination of the existing literature related to the identities and experiences of disabled people of
color reveals a whitewashed version of disability studies (Bell, 2010). Further, it has been suggested that
for disabled people of color, racial identity development must always occur in the context of disability
(Alston et al., 1996). Similarly, Mpofu and Harley (2006) asserted that racial identity development for
disabled people of color might be specific to the disability the person experiences. For instance, a blind
person may have a vastly different experience about their own race compared to a deaf person. Mpofu and
Harley (2006) also suggested that whether a disabled person of color identifies more strongly with their
racial identity or their disabled identity may depend on any discrimination or oppression they have faced
based on those identities. Therefore, a provider seeking an intersectional approach to treatment with this
population should pay special attention to the experiences of the individual surrounding discrimination,
power, and oppression, and how these experiences have shaped the person’s identity and mental health.
Additionally, providers should understand an LGBT disabled person of color’s identity and experiences
may be different based on the nature of the person’s disability and the person’s specific sexual and gender
identity.

Perhaps unsurprisingly, there is also little existing literature about the role of age in experiences
surrounding identity, stigmatization, and mental health issues for LGBTPWD. Since inquiry regarding
identity development and expression is often focused in adolescence, there is ample research illustrating
adverse events and emotions experienced by LGBT youth with disabilities (e.g., Gutmann Kahn &
Lindstrom, 2015). However, other populations, such as LGBT older adults with disabilities, have scarcely
been explored.

In a paper describing culturally competent practice with LGBT older adults in general, Fredriksen-
Goldsen and colleagues (2014) characterized LGBT older adults as an at-risk population that experiences
many aging and health disparities. Additionally, the aging LGBT population faces higher rates of
disability and mental health issues compared to the general population of older adults (Fredriksen-
Goldsen et al., 2014). Unfortunately, these issues may be exacerbated by the fact that nearly half of gay
and bisexual older adult men live alone without access to adequate services (Fredriksen-Goldsen et al.,
2014).
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Based on the above information, practitioners seeking to support LGBTPWD should consider the age
group they serve in working to provide effective and culturally competent services. While providing
intersectional treatment to LGBT children and young adults with disabilities, it may be important for the
practitioner to consider the roles of belonging, social supports among peers, and parental perceptions of
identity. Additionally, it is important to assess the extent and types of services these individuals are
receiving or recently received at school, and whether those providers were affirming of their clients’
multiple marginalized identities.

Alternately, the provider seeking an intersectional approach to treatment for their LGBT older adult
clients with disabilities may need to consider the importance of promoting healthy aging, as well as more
specific factors such as an increased risk of HIV/AIDS or trauma related to surviving the AIDS crisis
(High et al., 2012). Additionally, since research indicates LGBT older adults are often “invisible” in
health services (Brotman et al., 2003), it is important for providers working with this population to
understand that their clients may have a mistrust of healthcare systems and may be uncomfortable or
unaccustomed to disclosing their identities to practitioners.

Benefits of Support Groups for Marginalized Populations

Support groups have long been utilized as an intervention to help with myriad problems for diverse
groups of marginalized individuals. To illustrate this point, a study that focused on the use of support
groups to help with resilience, social skills, and overcoming structural barriers in African and Caribbean
LGBT individuals found multiple benefits, including self-acceptance, improved mental health, reduced
isolation, reduced stigma and discrimination, and fewer issues with structural barriers to success (Logie et
al., 2016). Support groups have also been used successfully as an intervention to enhance wellbeing and
ameliorate mental health issues in populations ranging from women with postpartum depression
(Anderson, 2013) to cancer survivors (Stephen et al., 2014).

A particularly positive and relevant characteristic of support groups for use with marginalized populations
is their ability to provide a basis for social support. Group identification, as can be aided by participation
in a support group, predicts an increase in social support, higher levels of self-esteem, and resistance to
stereotypes (Crabtree et al., 2010). This increased social support in turn can lead to lower levels of
depression and higher quality of life overall (Eom et al., 2013).

The utilization of support groups to address individual trauma and stress related to oppression was also
discussed by Elligan and Utsey (1999). The authors developed a support group focused on serving Black
men who had experienced psychological trauma as a result of living in a racist and oppressive society. All
participants reported feeling less anger and frustration, and all participants reported that they gained an
increased sense of appreciation for other Black men and felt a sense of belonging within the group.

Support Groups for LGBTPWD

To date, there is relatively little evidence supporting the effectiveness of any one intervention for use with
LGBTPWD. However, given data highlighting high rates of depression, anxiety, and other mental health
problems (Einfeld et al., 2011; Leonard & Mann, 2018), as well as low levels of social support
experienced by this population (Henry et al., 2010), it follows that support groups could be perfectly
poised to help alleviate some of these problems. Afterall, research suggests support groups have been
shown to be an especially useful intervention when used for similar issues within other marginalized
populations.

Tallentire and colleagues (2020) focused on examining the utility of this intervention for LGBTPWD. A
group of LGBTPWD who had attended a support group with an intersectional focus spoke about their



Womack, INTERVENTION FOR LBGT PEOPLE WITH DISABILITIES 40

experiences. Participants often reported that coming to the support group was their first experience with
“coming out” about their sexual identity, and they associated the time before they were open about their
identities with negative emotions. Participants also reported that they felt safe and able to be themselves
when they came to the group, and that they felt socially supported by staff and other group participants.
Also, many of the people involved in the group stated participation in the support group contributed to a
sense of pride in their multiple identities.

An older study examined the efficacy of a psychoeducational support group for men with intellectual
disabilities who have sex with men (Withers, 2002). The author found the group in question helped the
participants to form positive relationships with their sexual identities and to discuss issues related to safe
sex. While these findings are not specifically related to mental health disorders, nurturing a positive
relationship with one’s own identity, especially when that identity is as a member of the LGBT
population, has been linked with more positive mental health outcomes (Bockting et al., 2013).

The Intersectional Support Group

To best address the unique challenges faced by LGBTPWD, providers must be well-versed in the concept
of intersectionality and the use of intersectional approaches in guiding their support group. Luckily,
support groups naturally lend themselves to being safe spaces for marginalized individuals who are
members of diverse populations (Hartal, 2018; Rier, 2007). Therefore, the burden of creating an
environment that honors intersectional identities and fosters building resilience and empowerment lies
with the support group facilitator.

According to Mental Health America (2016), the role of a support group facilitator is to guide the group
in healthy and beneficial discussion. Facilitators work to ensure a supportive environment, to encourage
exploration of emotion and identity, and to provide a model of resiliency. A simple way for facilitators to
promote this is by honoring individuals’ pronouns, names, and ways they refer to themselves, including
whether they prefer person-first or identity-first language. For instance, an individual who prefers person-
first language might feel most comfortable being called a person with autism, whereas someone who
prefers identity-first language may prefer being known as an autistic person. They also must accept
differences in the identities of their group participants and urge others within the group to do the same.
Additionally, facilitators should take care to affirm the identities and experiences of their participants at
all times.

Many of the considerations for intersectional practice outlined above can readily translate to use within a
support group environment. Consequently, an intersectional approach to treating this population would
focus on all aspects of health. The four dimensions of health for LGBTPWD have been described as
physical wellness, emotional vitality, functionality, and social engagement (Dispenza et al., 2016). While
other research in this particular area is limited, it makes sense that a practical approach to treating the
mental health concerns of LGBTPWD would include consideration for pertinent physical, emotional, and
social concerns. Importantly, just as physical and mental health are intrinsically linked, so are disability,
sexuality, and gender (Toft et al., 2019). In essence, you cannot fully consider the impact of a person’s
disability on their life without considering their disability in the context of sexuality and gender. To
accomplish this, the support group facilitator can introduce topics to the group that include all dimensions
of health. Additionally, the facilitator can encourage the healthy expansion of any discussion centering on
physical, emotional, functional, or social health within the LGBTPWD population.

Furthermore, the facilitator of an intersectional support group for LGBTPWD should take ample time to
educate themselves on the dynamics of power and oppression that may impact the experiences of their
group participants. This is particularly important for the support group leader who is serving LGBT
people of color with disabilities (Cyrus, 2017). Ideally, this should be coupled with an effort to spend
time following each group session reflecting on the ways stigma and discrimination played out in the
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stories of the participants. Then, since factors such as self-acceptance and social support help to build
resilience in LGBTPWD (Hunter et al., 2020), the facilitator should help assist individuals in accessing
the natural social supports within the group.

A final important consideration for the intersectional support group is accessibility. There is strikingly
little literature available surrounding accessibility of mental health services. However, the concept of
Universal Design for Learning, which provides flexibility in the way individuals access and engage with
material (Morin, n.d.), works well to provide a framework for making services more accessible to all.
Making support groups more accessible includes ensuring the physical location of the group is safely
reachable and navigable for individuals with physical disabilities (Hunt et al., 2006) and that the location
is free of distracting stimuli such as loud noises or other unrelated activity. Online support groups provide
one potential solution to this problem, since LGBTPWD could access them from the comfort and safety
of their homes. In-person support groups should be situated in quiet, private locations without bright
colors, patterns, or fluorescent lights, as these things can contribute to sensory overload in some
individuals with disabilities (Bogdashina, 2015).

Conclusion

This paper utilizes an intersectional framework to describe the unique mental health considerations that
arise as a result of the multiple identities for individuals living in the United States who have disabilities
and identify as LGBT, as well as key challenges for mental health practitioners serving this population.
This paper also suggests one plausible intervention, the support group, for use with this population.

The considerations presented above provide useful guidance for social work practitioners who wish to
provide compassionate and competent care to LGBTPWD. This population faces several obstacles arising
at the intersection of their multiple identities, and social work is perfectly seated to aid in the alleviation
of some of these stressors. The need for a more nuanced, culturally competent understanding of
LGBTPWD is clear (Dispenza et al., 2016; Lee & Fenge, 2016; McClelland et al., 2012).

I join others (Bernert & Ogletree, 2013; Brodwin & Frederick, 2010; Gutmann Kahn & Lindstrom, 2015;
Hunter et al., 2020; Toft et al., 2020) in calling for a deeper level of understanding and education
surrounding social work with this population. Sexual and gender minority individuals with disabilities
need and deserve to be seen as the unique and complex people they are, and they should be treated
through an intersectional lens in such a way that serves to honor and protect their identities while
empowering their potential and affirming their sense of autonomy. Support groups offer a useful and
viable option as an intervention that can be utilized to address the unique problems which arise at the
intersection of disabled and LGBT identities. As the social work profession moves to address the
outstanding disparities facing LGBTPWD, care must be taken to create policies and procedures that serve
to protect this undoubtedly marginalized population.
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Abstract

Ontario overhauled its autism program in 2019 seeking to replace a child-centred direct service or funding
program with a cash-based benefit called the Childhood Budgets program. However, this program
development did not reflect the opinions of autistic persons. Using principles of grounded theory and
participatory action research, a structural social work and critical autism studies lens, this research draws
from one-to-one interviews with four autistic adults in Ottawa, Ontario asking autistic adults their
perspectives of autism funding in Ontario. Participants emphasized autistic identity, areas of support
improvement, systemic inadequacies in education and medical settings, and avenues for inclusive policy
creation. Bringing the perspectives of autistic adults, who are often excluded from conversations about
autism policy, this research demonstrates autistic adults in Ontario hold diverse perspectives about
funding and policies for autism funding, and their experiences must be considered in creating policies and
programs.

Keywords: autism; social justice; policy creation; qualitative methods; disability

Centering Autistic Persons’ Perspectives in Autism Social Policy:
A Qualitative Study

In autism program development news and research, there is often a bias towards including policymakers,
service providers, and parent opinions (Shepherd & Waddell, 2015). The opinions of autistic adults have
not been widely sought or represented comprehensively in policy-oriented research. By investigating
autistic adults’ expectations and perspectives of Ontario’s autism programs and policies, this study sought
to bring the perspectives of autistic adults, often excluded from conversations about autism policy, to
inform autism policy in Ontario. Informed by Critical Autism Studies using a structural framework,
which identifies influential systems and policies on individual well-being, and understanding autistic
persons as experts in autism, this paper draws from a qualitative study that highlights the need to center
autistic persons’ lived experiences and voices in creating autism policy. This approach ties principles of
Participatory Action Research (PAR), influenced by Baum et al., (2006), to demonstrate the utility of
understanding self and subjectivity in a social policy context.

In-depth semi-structured interviews with four autistic adults (one woman, three men) who held opinions
about autism policy in Canada bring into public awareness the need for societal education programs to
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understand autistic identity, as well as identify areas where government support is inadequate and areas of
government support that hold potential for equity and inclusion of autistic persons in the Canadian
context. Furthermore, the autistic adults interviewed also identified future avenues for including autistic
persons and their communities of care in creating policies and programs that can impact autistic persons
positively. The findings support calls for inclusion of autistic persons in policy creation about autism and
disability, identifying that without these inclusive measures, there will continue to be systemic
inadequacies within social policy surrounding autism and disability, especially in medical and education
systems. Understanding the importance of autistic perspectives holds potential to provide insights for
social workers in continuing to work towards equity, access, inclusion, and diversity.

Autism as a Concept

Central to autism policy creation is an understanding of autism as a concept. However, autism is an often-
contested term, defined differently across time, within biomedical discourses, and by autistic self-

advocates. In situating this research socio-politically, understanding these different conceptions of autism
is necessary to explore the broader range of perspectives involved in autism program and policy creation.

The term “autism” was coined by psychiatrist Eugen Bleuler in 1911 (Milton, 2014b). The subsequent
diagnosis of autism is often credited to two central figures, “two pioneers of autism”: American
psychiatrist Leo Kanner and Austrian pediatrician Hans Asperger (Lyons & Fitzgerald, 2007, p. 2002, as
cited in Maich & Hall, 2016, p. 4). These early scholars described autism as a pathology.

Autism was eventually included as a diagnosis in the third edition of the Diagnostic and Statistical
Manual of Mental Disorders [DSM] (American Psychiatric Association, 1980). Historically, autism had
been recognized as “childhood schizophrenia,” defined in the DSM-I1I (Milton, 2014b, p. 1). Autism was
eventually separated as a developmental disorder within the DSM and is currently defined in the DSM-5
(2013) as a compilation of “deficits” in social communication and social interaction, and restricted and
repetitive patterns of behaviour/interests/activities (American Psychiatric Association, 2013, pp. 50-51, as
cited in in Maich & Hall, 2016, p. 35).

Service provision in Ontario for autistic people is contingent upon a diagnosis of autism based on the
DSM criteria stated above. However, other definitions of autism have become more popular, which
recognize it as socially constructed in nature and as a neurological condition (Haney, 2018). Autistic
advocates have reframed autism by questioning non-autistic understandings of autism (Gillespie-Lynch et
al., 2017; Milton, 2014a; Sinclair, 2013; Verhoeff, 2012). They proposed autistic identity as a social
identity category, and autism as an inherently valuable way of living in the world (McGuire, 2012).

Situating the Research (Table 1)

Traditionally in Ontario, autism program development has centered the perspectives of policymakers,
service providers, and parents (Shepherd & Waddell, 2015). Autism policy in Ontario developed as a
result of parent and caregiver advocacy, which pushed for greater financial and social support in
behavioural services (Perry, 2002). Researchers, policymakers, and parents have historically been
disappointed by autism-focused litigation outcomes and reactive policymaking (Shepherd & Waddell,
2015). Advocacy groups have demanded a National Autism Strategy in Canada (Canadian Autism
Spectrum Disorder Alliance, 2019), and researchers have noted that there are economic cost-savings
associated with implementing policy that guarantees the provision of behavioural services to all autistic
children (Motiwala et al., 2006).

In 2017, the Ontario Autism Program (OAP) was created to provide “evidence-based services delivered
according to a relevant assessment of a child or youth’s needs, strengths and interests, as well as the
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family’s concerns and priorities” (Ministry of Children and Youth Services (MCYS), 2018). While
Ontario had two previous programs, the 1999 Early Intervention Program for children aged 2 to 5 years
old (Perry, 2002) and the Autism Intervention Program in 2006, the OAP was intended to be a
comprehensive and family-centered program, which focused on allocating funding to “evidence-based
therapy” Applied Behaviour Analysis (ABA) (MCYS, 2018).

ABA, while supported by evidence for behavioural and educational outcomes in children with autism, has
been rejected by many autistic writers, advocates, and self-advocates, criticized for painting autistic
persons as “deviant” (Gibson & Douglas, 2018; Yergeau, 2017). Not all people agree that ABA is a
preferred method or that ABA provides preferred outcomes. However, under the OAP, families could
access intensive ABA for children six and under by means of a direct service option, which placed
families on a waitlist to work with a regional provider to develop a plan of service for their child.
Alternatively, they could access intensive ABA through a direct funding option for services that were
found within the OAP behaviour plan, giving caregivers the responsibility for choosing a provider for
appropriate and approved services (MCYS, 2018). Most services provided under the OAP required
providers to have training, supervision, and/or certification in ABA (MCY'S, 2018). After a child aged out
of the intensive ABA services, they would receive smaller amounts of less intense services, if
recommended based on their individualized behaviour plan (MYCS, 2018).

In 2019, a new program called the Childhood Budgets program was proposed (Slaughter, 2018). This
program offered an age-based cash benefit contingent on a diagnosis of autism. The Childhood Budgets
program provides parents of autistic children under age six with an annual allotment of $20,000, and
caregivers of autistic children between six and 18 years old with an annual budget of $5,000 (Ministry of
Children, Community, and Social Services (MCCSS), n.d.). Under this new funding option, the provincial
government was removed from the delivery of direct services of ABA and coordinating services were
offloaded onto individuals and families. When announced, the new program was rejected publicly
(Crawford, 2019; Laucius, 2019a; Laucius, 2019b; Payne, 2019a; Payne, 2019b; Adam, 2019). There was
an explosion of advocacy activity by parents and caregivers who argued that the allocated funding was
insufficient to cover ABA therapy, which was covered in many news stories (Crawford, 2019; Laucius,
2019a).

In response to the public advocacy across the province, including protests and complaints by
organizations such as Ontario Autism Coalition (Kirby-MclIntosh, n.d.), the Ontario government replaced
the Minister of Children, Community, and Social Services (Alphonso & Stone, 2019; Laucius, 2019c) and
called for community consultations (MCCSS, 2019a). This call resulted in bringing together a committee
to develop the Ontario Autism Advisory Panel Report (MCCSS, 2019b), which aimed to create a new
needs-based program. However, on December 17, 2019, this new program was delayed by a year. Direct
services allotted under the old OAP were extended for a year, and “interim one-time funding” was
extended to new program enrollments under the Childhood Budgets for 2020-2021 (Stone, 2020). Since
the COVID-19 pandemic, the Ontario government extended the time for submitting expenses for the one-
time funding and spending to the Childhood Budget funding for six months. Those who were Ontario
Autism Program recipients continue to have their services extended as of February 2020 (MCCSS, 2020).

The autism policy and program development in Ontario has traditionally left out autistic persons’
opinions of priorities and needs. Opinions of autistic people have not been widely sought or represented
comprehensively in policy-oriented research. This study aims to make a small but important contribution
in this regard by bringing the perspectives of autistic adults, often excluded from conversations about
autism policy, to inform autism policy in Ontario.

Table 1. The Politicization of Autism in Ontario
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Early Intervention Program e Intensive Behaviour Intervention (IBI).

(1999) e Ages2to 5 “to children with autism or a disorder which would be
considered the more severe end of the continuum known as Autism
Spectrum Disorder” (Perry, 2002, p. 122).

Autism Intervention o |IBI from a regional agency.
Program (2006) « Direct service or direct funding option, accessed through diagnosis by
doctor or psychologist.
» Nobody "cut" from services based on age (MCCSS, 2007).
e Features transition support to schools (Turan, 2014).

Ontario Autism Program Direct-service or direct funding option, working with a regional provider.

(2017/18) e Requirements for IBI and ABA providers in training, supervision, and/or
certification in ABA. All services must fall under the OAP behaviour plan
(MCYS, 2018).

Childhood Budgets (2019) Removal of direct-service option and behaviour plan for a cash-based

benefit contingent on diagnosis.

» Age-based funding (under 6, $20,000/year and between six and 18,
$5,000/year. Limit of $140,000 total funding).

« Not only ABA/IBI services included in eligible services (MCCSS, n.d.).

Including the Autistic Expert in Autism Policy Creation

While program and policy creation has traditionally centered perspectives of non-autistic persons, autistic
persons have long been promoting autistic rights and identifying the need for consultation and inclusion.
Structural criticisms surrounding disability, which sought to change concepts that are typically seen as
personal into political issues (Carniol, 1992; Crenshaw, 1989; Titchkosky & Michalko, 2009), brought
into consideration inclusionary understandings of diversity and disability. With this, came the emerging
understanding that autistic persons are experts of their own lives (Gillespie-Lynch et al., 2017; Milton,
2014a, Woods et al., 2018).

Critical Autism Studies, an emerging scholarly field, stems from Critical Disability Studies. Both fields
developed in reaction to biomedical models of disability, identifying that disability and impairment are
socially constructed, and that it is the environments, social oppression, and discrimination that in-fact
disable (Hall, 2019; Woods et al., 2018). Understanding autism as a concept which is socially constructed,
and the autistic experience as framed by oppression, justifies the need for autistic inclusion/exclusion in
social policy development to be critically analyzed, and for a participatory methodology to be used in
creating dialogues about social policy creation.

Paulo Freire was a foundational influence in promoting participatory methodologies, demonstrating that
research could be used to enable critical consciousness and instigate social change (Coghlan & Brydon-
Miller, 2014). Social change that results from such research cannot be researcher focused but should be
community-driven, therefore suggesting that autistic community members must be centered in providing
avenues for autism policy improvement and political developments for inclusive policy-creation. This
research employed aspects of PAR as defined by Baum et al., (2006) through critical inclusion of autistic
perspectives in interviews, peer-debriefings with autistic community members, and involvement from
partners.

Study Methods
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This study draws from in-depth interviews with four autistic adults in 2019 on their perspectives and
opinions of autism policy in Ontario. Respondents were recruited with the help of community
collaborators who were partners in the research process, involved in supervision, recruitment, and
consultation throughout the research process, and critiqued ethics and research design to ensure the
research was conducted in good faith. Partners included a manager at the researcher’s university’s centre
for students with disabilities, a faculty member with knowledge of potential participants, an experienced
counsellor of autistic adults, and a well-connected leader in autistic communities who is also the co-
founder of two autistic-led advocacy organizations. Another partner, who was not directly involved in the
recruitment process but was involved in peer-debriefing and methods critiquing, was an autistic co-author
of a book on women’s perspectives of autism. The researcher secured partnerships through membership
with a critical disability association, a research assistantship on autism and representation, and volunteer
work with a local adult autism initiative.

Table 2. Interview Participant Characteristics

Participant Interview Details Characteristics Direct experience
Location (in person, Occupation (student, with ABA
online, or phone) employed, unemployed)

Length (min) Gender (woman, man)
Race (white, visible minority)

Rudy In-person Employed Yes
72 min Woman
Sept 22, 2019 White

Tom In-person Unemployed Unknown
58 min Man
Sept 25, 2019 White

James In-person Full-time student No
52 min Man
Oct 29, 2019 White

Philip In-person Full-time student No
25 min Man
Nov 1, 2019 White

All participants self-identified as autistic/being a person with autism, were over the age of 18, lived in
Ontario, and had experiences with ABA or autism funding (Table 2). As documented with other
populations in the literature (Babbie & Benaquisto, 2014), finding participants who met the inclusion
criteria—autistic adults who can and are interested in participating in research and who have opinions
about autism funding in Ontario—proved challenging. Despite the small number of participants, the
interview format allowed for thick description: a deeper description of opinions, events, and impacts of
each participant individually, rather than a surface description of common traits of an average population
(Denzin, 2001). All participants were compensated for their time, travel, and accommodation. Digital
interview formats were also presented as an option.

All interviews were recorded and transcribed verbatim. The researcher took detailed notes engaging in
critical self-reflection, allowing for a deeper understanding of participants’ perspectives and reflection on
the researcher’s role in influencing interview data. This reflexive process was intended to minimize power
imbalances in subsequent interviews and increase trustworthiness of findings during analysis (Daley,
2010). While the sample size was small, the rich participant narratives emphasize the need for inclusive
creation that recognizes autistic persons as experts in their lives, experience, and relevant, appropriate,
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and urgent social policy needs.! It would have been ideal to have a larger sample size of participants with
diverse social locations; however, this was not possible due to researcher capacity. All names in the
results quoted below are pseudonyms.

Results
Autism as a Concept and Identity to be Widely Understood

Participants stressed the need to identify and define autism, in addition to how autism influenced their
lives and identities during interviews. They shared the importance of their diagnosis on their identity
development. Rudy described, “for me... when I describe myself and when it comes to diagnosis, I say
specifically diagnosed with Asperger’s Syndrome because I think that that is more accurate about the
nature of where I would get such a label.” James recalled, “from my diagnosis | know that | am a lot more
high-functioning than most people on the autism spectrum. I was originally diagnosed with Asperger’s,
but that was... back when the DSM-IV was still in control of those things.” He also recalled his difficulty
in obtaining diagnosis, saying “I was misdiagnosed many times.” Tom recalled that he was diagnosed at
an early age but did not know about the diagnosis until he was older. He said,

They got me patted down as autistic when [ was like two... My mom took me to some people...
and then they’re like ‘yeah, your kid is borderline autistic.” But I didn’t find out about that until I
was 11 or so.

There are significant barriers to accessing autism diagnosis in Ontario, especially past the age of 18, and
diagnosis is viewed as a milestone in autism acceptance and accessing subsequent support (Crane et al.,
2019). Participants raised the process and barriers of diagnosis as a social policy issue and stressed the
importance of increasing access for autism diagnosis.

In addition to diagnosis, participants identified the need for autism policy development to address the
rising prevalence rates. It is estimated that 1 in 66 children and youth in Canada have a diagnosis of
autism (Ofner, et al., 2018). In the discussion regarding autism services and policy, participants argued
that autism is highly prevalent and gave estimates on how many people are autistic. Participants
emphasized the importance of recognizing and acknowledging the prevalence rates as a motivation and
point of departure for advocacy with and by autistic persons, which they argued must be invoked in policy
development that increases access to important services and supports. Rudy used prevalence rates to
support arguments concerning autism policy, saying, “having at least one family member diagnosed with
autism... is becoming more a norm because of increases in diagnosis rates...It has become a sizable
minority population that their voice has to be considered.”

Prevalence rates also allowed participants to advocate for increased awareness of autism, to, as Tom said,
“demystify” and “de-monstrify” autism, and a recognition that “many of us are kinda [sic] normal.” This
conceptualization of autism as a normative human difference echoes in Critical Autism Studies research
that aims to “re-story” autism as “relational, generative, and desirable” in humanity (Douglas et al., 2019,
p. 14). As James said, “just like anybody else, autistic people are individuals.”

Stigma is a significant factor in selfhood and identity creation of autistic persons. McGuire (2012) argues
that the stigmatization of autistic individuals is rooted in historical perspectives of autism, the language
that surrounds autism, and public images of autism. Philip identified that stigma prevents people from
disclosing their autism, saying “I find for many people they want to keep their autism a secret.” When
speaking about the employment context, James also noted that he refrained from disclosing his autism to

1 This research was cleared by Carleton University’s Research Ethics Board (Clearance no. 111389, Sept 2019).
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his employers, “every time I have been employed by someone, I have not disclosed it.” Finally, Tom
called for a societal change in perceptions of autism, saying,

Too long we have associated autistic people with like clowns or like people to laugh at... they
need to unveil the misconceptions and show that autistic people have potential to be people like
us, or people like you in this case.

Overall, participants reiterated the need for social policy to prioritize diagnosis of autism in conjunction
with increased and appropriate public autism education for non-autistic persons to naturalise autism. This,
in turn, leads to consulting and involving autistic persons in policy-creation and service development.

Socially Funded Services and Supports Not Relevant for all Autistic Persons

Ontario’s social policies concerning autism focus on providing behavioural supports for autistic children.
This reflects the priorities of policymakers, service providers, and parents (Shepherd & Waddell, 2015)
and has been widely critiqued by autistic advocates (Gibson & Douglas, 2018; Yergeau, 2017). While
Applied Behaviour Analysis (ABA) therapy is the focus of autism policy in Ontario, only one participant
recalled direct experience in ABA. Other participants may have had experiences in ABA but did not
specifically name or have knowledge of ABA. Philip, who had no knowledge of what ABA is, states
“what is applied...?” And, while James had heard of ABA, he had no experience with it directly, saying
“I am not entirely up to date on the ABA... I know I have heard of it, and I know that I may have read a
few things here or there, um, but I couldn’t think of it off the top of my head.”

Rudy was the only participant who recounted direct experience in ABA-based programming as both a
learner in ABA-based programs and through current employment within an ABA/IBI service. Reflecting
on her and her sister’s experience in ABA-based programming, Rudy took a “pragmatic” approach when
describing ABA therapy:

I don’t attribute it as the end-all-be-all for autism therapy... I think some of the biggest benefits
that | got from ABA and IBI was about taking turns and also about being respectful about
people’s personal space, and... knowing that doing certain actions might result in a little bit of
fun time after.

Rudy also accessed alternative therapies, and describes that ABA is one of a plethora of therapies that she
attributed to her own growth and well-being:

So, ABA and IBI... sensory-integration therapy, Montessori-based therapy, | mean all the way
down to wearing weighted vests to have us sleep better. | mean, what kind of therapy did we not
try... Oh, and also speech therapy... They all benefitted us to varying degrees...

Another behavioural therapy that was reviewed by a participant was Cognitive Behaviour Therapy (CBT).
James, who received these services as a teenager, said “I owe a lot... to CBT and highly recommend it.”
With relation to additional supports, Philip expressed an appreciation for a weighted blanket as a teenager
to alleviate his anxiety. While there was discussion of useful supports and services, other supports were
identified as non-preferred. Philip identified that he did not enjoy counselling, as it was often deficit-
focused and concentrated on behaviour reduction strategies.

Participants also identified areas where services and supports needed to be extended. In identifying areas
for growth, participants spoke about a gap in service provision for adults in Ontario. Rudy argued that,
“what is becoming more apparent in the past few years is the almost complete lack of services for adults
who are diagnosed with autism.” Further, Philip expressed that there is not only a lack of services but also
a lack of funding to access appropriate services for autistic adults, saying “T didn’t get much time to get
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support, cus [sic] I was diagnosed at 16... when you turn 18 the funding stops. It cuts. So, paying for that
with your own funds is like paying for your autism.” Tom identified that there is a need for job assistance
programs for autistic people and also called for additional social supports “catered to autistic people” in
the form of “organized hangouts.”

Participants acknowledged that the needs of autistic adults and children could be better met through the
provision of employment assistance services, organized social activities, and promotion of self-advocacy.
Based on participant responses, it is clear that underfunded services of non-behavioural therapies, CBT,
and adult-based services are all valued by autistic adults and would benefit social policy

development. Including autistic persons’ past experiences and understandings of needs in terms of policy
and service provision is a valuable contribution to promote equitable, engaged services for autistic and
non-autistic children and adults.

Complicating Factors in Autism Policy Creation: Medication and Education

A common theme of the interviews was provincial public health policies and education policies and their
impact on autistic persons in Canada. The Canada Health Act (1984) provides reasonable access to health
care for all Canadians and is funded through provincial and federal tax dollars (Government of Canada,
2002). Access to provincial medical services allows participants to get necessary prescriptions. While
prescription drugs are not covered under the Canada Health Act (1984), some people in Ontario get
prescription medication covered through employment/private insurance plans. While medication is
regarded as complementary to social services in supporting autism therapy (Ip et al., 2019), there are few
medications which are specific for autism itself (Accordino et al., 2016; Williamson & Martin, 2012).

Philip referred to his use of medication as something he does not necessarily recognize the effects of,
saying, “if I switch pills, I won’t see a difference, but my parents can.” Both Tom and James identified
that they were prescribed medications, usually used for ADHD (stimulants), and that these medications
had negative impacts on them as children. Tom referred to his experiences with his mother administering
his ADHD medication to him as a child as “drinking pills... in Jell-O form.” He advocated that these
medications are not a quick fix for autism, saying,

You can’t really solve a problem by giving them medicine... When I was a kid, I was given
Ritalin... I was well aware. And one day my mom realised that the Ritalin was making me more
zombie like, so then we switched to Concerta, until | just stopped.

The lack of adequate funding, services, and supports for autism in Ontario may increase a person’s drive
to try medications in order to cope with some of the behaviours associated with autism rather than
understanding the function of and targeting those specific behaviours. James recalled,

I was a really little kid, and so my parents would talk to him [the doctor] and do most of the
talking for me... he tried me on every single ADHD med under the sun... I was in the worst place
that | have probably ever been in my entire life.

At the same time, medication was expressed as a tool of empowerment and useful for a person to live
their best life. James identified that ADHD medication was appropriate as a young adult in negating the
weight gain side-effect of taking Abilify (aripiprazole), an atypical antipsychotic drug. Tom identified
that he would have liked the medication that he is currently on to be offered at an earlier age, rather than a
“calming room” (seclusion room), which was used in his school environment as a means to control his
emotional responses of anger. He stated,

I am still taking medication today, but it is probably for more appropriate measures. And | think
that what I should have been doing back then, if | decided to go back, is recommend [sic]
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Cipralex to prevent overstress, and if | get too stressed, don’t put me in the calming room, just
have me take Lorazepam.

Medication was seen as a support for autism by these participants. This may be due to the relative ease of
accessing and attaining medication in Canada, whereas attaining social services often requires waitlists,
time, and financial commitments.

Participants also understood that supports and services were offered through educational institutions that
they had interacted with. The Canada Social Transfer gives provinces the responsibility of creating
education policy and subsequent policies and services (Government of Canada, 2011). In the educational
environment, autistic children may face barriers in accessing appropriate supports and services. Tom
indicated that there were barriers to inclusion when speaking about segregation in the school
environment. James indicated that his school was inadequately prepared to identify autism. Barriers led
participants to mistrust their schools. Philip, reflecting on the inability to provide supportive education,
said, “it kind of felt like they wanted the papers (proof of diagnosis) to get money for the school, but they
didn’t really care about helping me.”

Tom, in describing his experiences in the “calming room,” expressed a call for the use of seclusion rooms
to end. Tom indicated that seclusion rooms may have had long-lasting consequences and suggested that
PRN (‘as needed’) medication could be an alternative to use of seclusion rooms. While participants
appreciated supports and services offered through the education system, such as accommodations, they
also indicated that integration was important within classroom environments. James stated that autistic
people need to “learn how to work in the real world just as everybody else.” Like other students, autistic
students are, as Philip acknowledged, “kinda normal.”

In balancing adequate and non-stigmatizing education for autistic children, Rudy expressed that education
about autism should be offered to all children. This support would implement more conversations around
disability acceptance. As a result, long term “societal empathy” would increase, and discrimination based
on ability would diminish. Therefore, a more global identification of autism policy and funding would
incorporate systemic change, not only providing educational opportunities for autistic students, but also
their peers and those who interact with autistic students. Consulting autistic persons about their
experiences with medication and in education, rather than relying on “experts” who provide outsider
perspectives, holds potential for improving understandings of the lived experiences of autism, exploring
new avenues to promote best outcomes for children and adults.

Avenues for Improvement in Social Policy Surrounding Autism

Autistic children often receive supports and services outside of the medical and education system. These
supports and services, however, may be limited due to financial constraints. Participants reflected on the
inadequacies of provincial policies in providing adequate funding as children and in adulthood. At the
same time, participants were apologetic of the additional needs of autistic persons, expressing that they
could see autism funding as economically difficult to sustain through social policy.

Rudy said, “Given currently [sic] Canada’s economy... I think that families being put in a position to be
able to pay for services without doing some serious considerations such as taking out a loan or
mortgaging their home.” Philip supported this, proposing that stigmatization of autism increases if
families are required to fund their own services and supports. He said, “I think a family shouldn’t have to
pay for having an autistic child because that can sometimes make it look like the autistic child’s a
burden.” However, James said that people who could afford to pay for services, should, as market
considerations may incentivise service provider quality and meaningful service use by clients. He said,
“it’s not on the government to pay for things that can already [be] paid for by that person... I also think
that gives me more of an incentive to use those services.”
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The complete lack of funding for autistic adults was highlighted by Philip and Tom. Philip stated that he
would prefer to see funding “saved up and to be used on that person for beneficial reasons... such as post-
secondary education or just continual services in their life,” rather than only given during childhood. Tom
referred to Ontario’s Disability Support Program (ODSP) and identified that the funding he received
through this program as an adult is inadequate in a society with increasing costs.

Participants agreed that policies about autism funding should be inclusive of autistic voices and their
parents. Tom and Philip identified that autistic people were not being consulted when policies were being
created. Tom stated, “they need opinions from autistic people. Even if they don’t really have any kind of
ideas of what they want. Ask them what they need, and they’ll say what they need.” Rudy added, “I do
think there needs to be more inclusion with persons diagnosed with autism on serious issues.” Philip also
identified that there is more of a focus on people who ‘deal’ with autistic people when creating policies,
“I think that one thing that they’re doing is they’re taking more the opinions of people who deal with
autistic people, so they’re taking the counsellors, of the parents, instead of the actual autistic people.”

While there are not as many barriers for parents and caregivers, participants did not think that autistic
people should be the only people defining autism policies. Tom believed, “at least have autistic children,
to understand the struggles... because having an autistic children [sic] means you kind of understand how
it is going on, how the children acts, how the children reacts [sic].” Philip also stated, “I think they should
be like half and half... you need another perspective of someone who’s not autistic... for balance if that
makes sense... like both points of view.”

Participants all agreed that autistic people should be considered and consulted when creating policies
surrounding autism. Structural change must be inclusive of a diversity of voices, and, in particular, must
center autistic people as experts when developing social policy that impact autistic people and their
communities of care.

Discussion and Conclusions

All participants would agree that they do not feel adequately supported by autism policy in Ontario,
Canada, and do not feel included in autism policy creation. This reflects the current state of autism
program development news and research, which is biased in favour of non-autistic policymakers, service
providers, and parent opinions (Shepherd & Waddell, 2015). The province has had a number of policy
developments to support autistic children and their families since 1999; however, including autistic
persons’ perspectives in creating these policies had not been adequately explored. Confident and
appropriate diagnosis of autism is an important first step, which is often difficult to access but vital to
identity formation for participants, and a prerequisite for receiving funding at any age in Canada and by
many insurers around the world. Social policy which centers and prioritizes funding appropriate and
effective diagnosis will have significant positive outcomes for autistic individuals’ well-being, as well as
for identity and community formation among persons diagnosed with autism.

While many social policies focus on providing ABA as a support for autism, ABA and other behavioural
approaches were not the only valued support by participants. Listening to autistic persons as experts on
their own experiences can assist policymakers in determining supports and additional funding in relevant
areas, such as medication in older ages, employment, and social development groups. Governments
should also consider phasing out or defunding problematic policies, such as seclusion and exclusionary
policies in education. Finally, it must be emphasized that the autistic persons are experts, and all policies
should be made with and by them. Their opinions must be central to developing autism policies and
allocating funding, which in turn shapes the services and support they can receive during their lifetime.
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Integrating the lived experiences of autistic persons to create opportunities for inclusiveness at the macro
level has the potential to influence and inform future social policies. Social workers, who work towards
social justice, can work with autistic clients and communities in working towards equity, inclusion, and
accessibility. Historically, autism policy and research about policy development has centered the
perspectives of non-autistic researchers, policymakers, and parents (Perry, 2002; Shepherd & Waddell,
2015). This study, although limited in scope, demonstrates that autistic persons have meaningful
contributions to make in advising policy development and redevelopment. There is room for improvement
in creating inclusive policies that offer a broader range of supports for a growing and vulnerable
population. While the study is regionally specific, the multitude of voices demonstrate the urgent need for
future research surrounding autism policy that engages meaningfully with autistic persons as experts in
this field, as well as the importance of iterative policy development which is proactively inclusive and
accommodates community consultations, feedback, and ongoing cooperation with contextual and societal
changes. Social policy that is seen as living has potential to prevent pushback and social upheaval,
increase transparency, and decrease power differentials between those who implement policy and those
impacted by said policies.
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Understanding the Impact of Neoliberalism and Racism on the Food Insecure
within Food Pantries: A Book Review

In Feeding the Other, Rebecca de Souza (2019) argues that neoliberal ideas hurt the food insecure, thus
challenging the long-held American narrative that hard work and individual responsibility are the keys to
a bountiful and successful life. She identifies poor households, single mothers, and people of color as
groups disproportionately affected by hunger and food instability in the United States. Through her
ethnographic work grounded in social change theory, de Souza (2019) investigates food injustices in the
United States and explains how neoliberal stigma marks people as bad citizens and perpetuates their food
system oppression. She identifies stigma as an exercise of power. In relationship to race and gender, she
notes how ordinary white men control the values and processes within food systems, marking those
without sufficient resources as stigmatized consumers who must use food pantries to eat. Although some
may criticize de Souza's (2019) book for focusing on food pantries, the bottom of the food industrial
system, she presents the reader with valuable knowledge to critically evaluate how neoliberal ideology
legitimizes entitlement failure and food injustice at the point of service. The purpose of this review is to
discuss how de Souza (2019) in Feeding the Other highlights the narratives of marginalized consumers
within food pantries while also considering areas of future discussion regarding systemic food system
change.

Centering Marginalized Narratives

Past literature has focused on the voices of charity givers and volunteers within the food system
(Poppendieck, 1999) and the relationship between anti-hunger groups and corporate charity (Fisher,
2017). de Souza's (2019) work adds to the food justice conversation by addressing discursive practices
within food pantry spaces. She challenges readers to recognize, confront, and shift their narratives around
the causes of hunger and who is hungry. In doing so, she casts a vision for reconstructing the food system
towards equity. In Feeding the Other, de Souza (2019) centers interviews with food pantry consumers to
help the reader understand clients’ experiences within these spaces. Their narratives act as counter-stories
to the neoliberal ideology, systems of whiteness, and patriarchal norms that beset the United States food
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system. As an example, de Souza (2019) offers the story of Trinity, a Black woman client of a faith-based
food pantry called Ruby’s Pantry. Trinity identifies puritanical beliefs, the falsehood of the American
dream, and public health debates as discourses that contribute to her stigmatization. By naming their
oppression, consumers expose systems of privilege that dominant voices often obscure, replacing them
with new narratives.

de Souza's (2019) work also contributes to scholarship that critiques a charity model of change, such as
Janet Poppendieck’s (1999) influential book arguing for the deconstruction of charity within food systems
in favor of centering food as a human right rather than a gift. Additionally, Fisher’s (2017) work argues
that the relationship of the anti-hunger movement with corporate charity perpetuates food injustice by
feeding the hunger need versus dismantling systems that cause food insecurity. In line with Poppendieck
(1999) and Fisher (2017), de Souza (2019) illuminates issues caused by food-based charity, including
unpredictable donations and the legitimization of distributing low-quality products to those with the most
nutritional needs. However, de Souza (2019) centers on the voices of the consumers, whereas
Poppendieck (1999) focused on interviews with charity givers and volunteers, and Fisher (2017)
concentrated on conversations with leaders from the anti-hunger-industrial food complex. de Souza
(2019) argues that charity results in the depoliticizing of hunger, making it impossible to critique the
giver. For example, she states that social justice is not accomplished when "we,"” who are often white,
middle to upper-class persons, through large donations or volunteering, give to "them." These acts and
language may deepen social distances because clients are hesitant to complain and police their language
around volunteers fearing that they will be restricted from vital services. Throughout the book, de Souza
(2019) engages readers in reflexivity by tackling complicated food ethics and justice questions, which
challenges readers to consider their roles in these food systems.

Critiques and Areas of Consideration

Critics of Feeding the Other (de Souza, 2019) may say that focusing on food pantries will not create
widespread systemic change. Indeed, it might be that food pantries play too small of a role in the
neoliberal stigma and systemic injustices of the food system. For example, even as community voices are
foregrounded, there is often a concern with how to move these experiences into transformative policy
changes, which, as noted by de Souza (2019), is a phenomenon rarely discussed in the literature. At the
bottom of the supply chain, pantries are not directly involved in producing and implementing national or
state policies surrounding distribution and nutrition access. Additionally, people in the community do not
often know how policy works or effective interventions for navigating macro policy changes. Such a
focus may not lead to systemic transformation, potentially wasting time, resources, and money to a futile
cause while disadvantaged persons continue to have their basic sustenance needs unmet.

Although critics may contend that an inherent risk of studying food pantries is to waste time, resources,
and money on the bottom portion of the food system, de Souza (2019) provides considerable arguments
against this critique. First, she states that food pantries are nearest to persons who suffer from the hunger
epidemic. Thus, they can be spaces where change is instituted to lessen the impact of neoliberal stigma
that swirls around the hungry in these locations. Second, she argues that food pantries interact with wide
social circles because they service clients, offer jobs and volunteer positions to community members,
organize outreach programs, and engage with government officials. Therefore, working within this
system efficiently establishes a vast network engaged in activism for food justice.

Conclusion

Each chapter provides a unique facet of oppression within food pantries, offering multiple perspectives
for consideration, dialogue, and activism. de Souza's (2019) work gives the reader a list of implications
for practice and policy, encouraging further research by agencies and advocates. de Souza (2019) argues
that food pantries must coordinate and affirm their moral privilege as spaces that can expose systems of
domination in the food system for the change to begin; privileged narratives must shift surrounding
hunger and approach systemic transformation.
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Feeding the Other (de Souza, 2019) is a meticulously fashioned book that illuminates the negative
implications of neoliberal stigma on hungry people. Her research participants indicate that the neoliberal
stigma casts them as lazy, unworthy, unhealthy, and bad citizens, effectively dehumanizing them. These
internalized stereotypes may lead to poor self-esteem, self-concept, and depression, amongst many other
health issues which are further compounded by their food insecurity. de Souza (2019) warns that this
book might make some readers uncomfortable; however, she provides a wonderful learning experience
for any reader to understand the structural patterns of injustice within the food system from the
consumer’s perspective rather than the charity giver. The present review contends that this approach is
novel and should guide future research on food system injustice.
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