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EDITORIAL — Social Work Values in Research
in Perspectives on Social Work

Perspectives on Social Work (PSW) is a student-led social work research journal that provides doctoral
students from all around the country and even internationally, the opportunity to publish articles, gain
experiences in the review process, and learn how journals function. Students who participate in PSW also
have many opportunities to connect with other students and grow their professional network.

This issue of Perspectives on Social Work features five articles that highlight the need for a focus on
health and quality of life for underserved populations. Griffin (2024) shines a light on endometriosis, a
serious and painful health condition that deserves greater discussion. They provide evidence on how
greatly this condition can impact the quality of life for Black girls, and why there needs to be more
awareness, research, and policies to help mitigate these impacts. Jean (2024) explores the current drug
treatment and peer-led programs for incarcerated individuals while also providing recommendations for
best practice treatments. Burgess (2024) highlights Arizona’s growing population of older adults and the
need for the state’s social workers to prepare and have opportunities to support this population. Through a
qualitative study, Galvez & Rodriguez (2024) bring awareness to the barriers to health that the Latino/a
community face and further provide recommendations to address these gaps in current systems. Lastly,
Adams (2024) focuses on young adults with Down Syndrome and the lack of knowledge around their
quality of life after high school. The author offers critiques and recommendation for policy, practice, and
research to further the awareness and supports for this population. These articles also highlight the
importance of engaging community to help provide solutions to current gaps in service and awareness.
The scholarly work these doctoral students put forth show their dedication to advancing justice and
empowering underserved populations through their research.

We sincerely value the effort and dedication the social work doctoral student community brings into
making every issue of Perspectives on Social Work a success. As my time as Editor-in-Chief comes to an
end, [ wanted to express my gratitude for the opportunity to serve in this role and work alongside such
dedicated doctoral students committed to research, ethics, and advocacy. I am excited to announce our
next Editor-in-Chief, Aly Kramer Jacobs and I am looking forward to seeing how Perspectives on Social
Work continues to grow under her leadership.

As always, we would like to encourage social work doctoral students to join our community as authors
and peer reviewers to gain insight into the publication process, as well as join us for networking and
training events. Perspectives on Social Work strives to serve as a platform for sharing the important
research, practice, and policy contributions of social work doctoral students.

Riya Bhatt, LMSW
University of Houston
Editor-in-Chief
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Historical Context and Psychosocial Implications of Black Girls’
Experiences of Endometriosis

Lindsay Griffin, LCSW

Bryn Mawr College, Graduate School of Social Work and Social Research

Correspondence concerning this article should be addressed to Lindsay Griffin, Bryn Mawr College,
School of Social Work and Social Research, 300 Airdale Road, Bryn Mawr, PA 19010. Email:
Ingriffin@brynmawr.edu

Abstract

Endometriosis impacts around 10% of reproductive-aged women during their lifetime and is characterized
by experiences of chronic pelvic pain and dysmenorrhea. There is sparse literature available on the
psychosocial impacts this chronic pain disorder has in the context of adolescence. Women from all
backgrounds are likely to have their experiences of pain dismissed. However, Black girls and women are
more likely than their White counterparts to have their experiences of pelvic pain dismissed, as
endometriosis is stereotyped as an upper-class White woman’s disease. Therefore, Black women are more
likely to have a delayed diagnosis when symptoms have progressed in severity. I analyze and explore the
challenges Black girls with endometriosis experience during adolescence utilizing a pain-centric disability
studies framework with a life course developmental perspective. I show how endometriosis disrupts
psychosocial norms for Black girls, requiring specific accommodations. Implications for schools, school
nurses, and school social workers are discussed.

Keywords: endometriosis, Black girls, adolescence, pain

Historical Context and Psychosocial Implications of Black Girls’ Experiences of
Endometriosis

The Psychosocial Implications of Endometriosis

Around ten percent of reproductive-aged girls and women are impacted by endometriosis, a condition that
is characterized by intense pain that affects the reproductive organs. However, the disease can spread
throughout other parts of the body when endometrial-like tissue causes adhesions or lesions on other
organs, such as the bowels and in rare cases the lungs and brain (CDC, 2019). The pain of endometriosis
is associated with the endometrial lesions, given these lesions are responsive to menstrual cycle
hormones, causing affected areas to bleed at the same time a person is experiencing menstrual bleed
(CDC, 2019). Unfortunately, there is a significant lag in the time symptoms first start developing and
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when a woman is diagnosed with endometriosis (As-Sanie et al., 2019; Soliman et al., 2017). This has
ramifications for their quality of life, as it is common for pain to become more persistent and chronic
outside of menstruation (CDC, 2019). The overall span of time from symptoms developing to diagnosis
ranges from two to twelve years for endometriosis (As-Sanie et al., 2019; Soliman et al., 2017). However,
Black girls and women tend to receive a diagnosis on average of 2.6 years later compared to White
women, likely due to barriers with diagnostic laparoscopy required for endometriosis and erroneous
stereotypes of who is impacted by endometriosis (Bougie et al., 2019; H. J. Li et al., 2021; R. Li et al.,
2021). Overall, endometriosis has been characterized as an upper-class White woman’s disease, which
has perpetuated diagnostic delay for Black girls and women (Bougie et al., 2019).

Endometriosis is associated with numerous physical and psychosocial problems; however, endometriosis
is understudied and the psychosocial implications are undertheorized (Jones, 2016). Infertility is a highly
associated complication of endometriosis, which can have long-term psychosocial implications for
women desiring children (Shim & Laufer, 2020). Additionally, endometriosis has concerns of
comorbidity with anxiety, depression, and self-harm behaviors that have psychosocial implications across
the lifespan (Estes et al., 2021; Fedele, 2021; Gonzalez-Echevarria et al., 2019). Yet, there is limited
literature analyzing the psychosocial implications of endometriosis pain during adolescence to explore
potential interventions and accommodations for this specific population (Jones, 2016). There is even less
when considering the unique ways this disease may impact those with marginalized identities (Jones,
2016).

For this article, I draw on a pain-centric model of disability in addition to drawing from life course theory
to focus on the experience of endometriosis in adolescence. A pain-centric model of disability helps to
center the lived experiences of those who are experiencing pain, including those with marginalized
identities (Jones, 2016). Meanwhile a developmental framework using life course theory can help to
attend to the developmental implications of a chronic pain disorder emerging during adolescence (Elder,
1998). I will discuss this theoretical framework and how it offers advantages to exploring and
understanding the psychosocial implications of endometriosis for Black girls in the context of available
literature. Additionally, I will review current psychosocial interventions available to girls with
endometriosis. [ will conclude with a discussion of implications for future practice for schools, social
workers, and school nurses.

Theoretical Framework to Explore Pain in Black Girls
Pain-Centric Disability Model

Jones (2016) has argued for a feminist disability framework that offers a unique pain-centric focus for the
purpose of theorizing and conceptualizing endometriosis and other chronic pain disorders. She argues that
traditional feminist disability studies have under-theorized chronic pain disorders, such as endometriosis,
and calls for a theoretical framework that will tend to this population of people that includes a social-
constructionist, medical, and political model of disability. In this pain-centric model of disability, there is
a focus on the lived experiences of pain, which also seeks both medical and disability accommodations
for those who are experiencing pain. In addition, this pain-centric model of disability also considers
people’s social identities—such as looking at how race, gender, sexuality, class, and ableism can
compound a person’s experiences of stigma of their pain in social interactions (Jones, 2016). This tenet
aligns with the concept of intersectionality in Black Feminist Thought. Scholars like Kimberlé Crenshaw,
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Patricia Hill Collins, and many others have identified the way multiple overlapping marginalized
identities shape a person’s social reality (Collins, 1989; Crenshaw, 1991). Black girls carry intersectional
identities as racial and gender minorities in America. Black girls carry an additional burden when
diagnosed with a chronic pain condition, such as endometriosis. Therefore, from a perspective rooted in
Black Feminist Thought, I frame endometriosis as a condition of intersectional oppression for Black girls.
Through this model, endometriosis is considered in the context of a chronic pain disorder and therefore
calls for activism to advocate for needed changes and accommodations to support people affected by this
disease (Jones, 2016).

Life Course Theory

Life course theory offers a framework for exploring issues that impact people’s lives at different
points in the life span. Elder (1998) discussed life course theory as a theoretical framework for studying
how the timing of historical events in a person’s life has implications on the impact of their future social
trajectories. There are four important principles of life course theory that have a direct relationship to
understanding the issue of endometriosis and the psychosocial implications for Black girls—1) historical
time and place 2) timing in lives 3) linked lives and 4) human agency (Elder, 1998).

Historical context surrounding beliefs and stigma around Black bodies and pain are essential to
understand when considering the social and medical contexts for endometriosis. Historical context is
directly connected to life course theory’s first principle: historical time and place. Black women’s
experiences of pain have been historically dismissed, and must be understood in the context of their early
reproductive experiences during times of slavery (Brown et al., 2021; Roberts, 2017). During these times,
Black enslaved women were frequently operated on and experimented on without the use of antiseptics or
anesthesia because of the belief that they could not feel pain (Brown et al., 2021; Roberts, 2017).
Adolescence is a pivotal time of learning and development in the context of the life span where there is
more focus on peer and other social relationships outside of the family (Allen & Tan, 2016). This relates
to the second and third principles of life course theory: timing in lives and linked lives. Studies have
shown adolescent girls as young as 14 years old have been diagnosed with endometriosis, but there are
concerns around diagnostic delay taking up to 12 years before receiving a diagnosis (H. J. Li et al., 2021;
Pettersson & Berterd, 2020; Ragab et al., 2015). The emerging symptoms suggestive of endometriosis has
implications when considering the context of adolescence. Adolescence is a time of psychosocial
development when youth are focused on social acceptance and social connectedness (Allen & Tan, 2016).
During this time peer relationships have influence and importance in an adolescent’s life. It is not
uncommon for adolescents to spend a majority of their free time with friends. However, this timeframe
may be met with interruptions for girls who are unable to keep social commitments when they are
experiencing severe pelvic pain during menstruation. Frequent cancellations and missing social hangouts
has implications on these adolescents ability to foster and develop meaningful social connections.
Therefore, there is a need to have increased understanding for how endometriosis shapes the lives of
adolescence in this critical time frame. Furthermore, it is important to understand Black girls’ adolescent
experiences with endometriosis with the concern of differences in diagnostic delays.

Lastly, the belief that Black women do not feel pain has carried over to present times. Studies still suggest

that Black women’s reports of reproductive pain, such as during child birth, are dismissed and stigmatized
(Davis, 2019). This ties in to the fourth principle in life course theory: human agency. While Black girls
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are having their experiences of pain dismissed and stigmatized, it is important to consider and
conceptualize how they internalize these experiences, make meaning of them, and navigate through them.

Exploring the Context of Endometriosis for Black Girls

Historical Racism Influences Acknowledgement of Pain

A pain-centric model of disability helps to center the voices of those experiencing pain to elevate their
voices in scholarship. Therefore, it is imperative to have an in-depth understanding of how Black girls
with endometriosis have had their pain silenced in the context of American history. Historically there are
beliefs around Black women and pain that are rooted in the field of gynecology, such as the belief that
Black women do not feel pain and Black women have a high tolerance for pain that still persist today
(Brown et al., 2021; Hoffman et al., 2016; Roberts, 2017). During times of enslavement Black women did
not have bodily autonomy as they were considered property and subhuman. Black women’s value and
purpose in the context of slavery was to provide labor, but more importantly their role was to reproduce
the slave workforce (Brown et al., 2021; Roberts, 2017). When Black women were not conceiving, it was
not uncommon to have a doctor examine her to determine if something was wrong. Roberts (2017)
highlights the history of Dr. J. Marion Sims’ work of surgical experimentation on Black women, who is
considered to be the father of American gynecology. Dr. Sims held the belief that Black women did not
feel pain which justified using them for surgical experimentation. Furthermore, he commonly used Black
women’s bodies to be experimented on without anesthesia or antiseptics (Brown et al., 2021; Roberts,
2017). Dr. Sims work in the early field of gynecology developed treatments on enslaved women for the
purpose of procuring financial gains with offering these treatments more humanely to elite White women
(Brown et al., 2021; Roberts, 2017). These historical practices in gynecology devalued the Black body
and dismissed Black women’s experiences of pain. Black women were seen as valuable to the extent they
could reproduce a workforce, and also to the extent they could help procure financial gains (Brown et al.,
2021; Roberts, 2017).

Black women’s pain related to reproductive health continues to go dismissed in contemporary American
society. Dana-Ain Davis’ (2019) work highlights the ways that Black women’s pain continues to be
dismissed in the context of reproductive health. Davis collected birth stories from 17 parents, a majority
(N=14) were Black parents. She emphasizes how Black women were dismissed by their medical
providers at various points of their birthing process. Black women no longer hold a value in reproducing
an enslaved workforce, however, Davis’ work shows how their pain in the context of reproductive health
continues to go dismissed in our current times. In addition, Black adolescent girls and Black women
continue to be left out of endometriosis research today. Therefore, their stories of pain with reproductive
concerns are not fully represented in the literature today. The absence of their stories continue to
perpetuate a lack of awareness of how endometriosis impacts Black girls.

While the hallmark symptom of endometriosis is pain, there does not appear to be studies in America that
capture the experience of pain by those affected by endometriosis in recent years. Rather, studies have
focused on issues of quality of life (Fedele, 2021) and exploring the issue of diagnostic delays (Bullo,
2020; Pettersson & Berterd, 2020). I will discuss these in further detail in the next session. While both of
these issues are important, there is a dearth of literature focused on how social identity, such as race,
further compounds issues of pain perception with endometriosis (Bougie et al., 2019). Similarly, most
literature focuses on the experiences of adult women. While some literature includes the perspectives of
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adolescents, more is still needed to build further understanding on how endometriosis impacts and
changes the life course of affected girls.

Psychosocial Implications on Quality of Life in Adolescence

The first theme in recent scholarship on endometriosis relates to issues of quality of life (Fedele, 2021).
Endometriosis has developmental implications when symptoms manifest in adolescence. Studies have
noted a severe disruption on the quality of life that adolescents face when endometriosis is first emerging
(Fedele, 2021; Gallagher et al., 2018).

Gallagher et al. (2018) conducted a cross-sectional study (N= 567) to determine whether endometriosis
has an impact on quality of life. They find that young women with endometriosis who endorsed
symptoms of severe pelvic pain also had a higher correlation with poorer physical and mental health than
the controls (Gallagher et al., 2018). For example, prescription use of anxiety medications, depression
medications, and mental health therapy were more commonly found in young women who had been
diagnosed with endometriosis in comparison to those who did not report a history of endometriosis. One
significant limitation of Gallagher et al.'s, (2018) study is the restriction of adolescents and young women
with visual diagnosis of endometriosis and not screening the controls for pelvic pain. To qualify as a
participant with endometriosis for this study, girls and young women required visual confirmation of the
disease. The controls for this study had to report no history of endometriosis. Ragab et al. (2015) noted
there is a correlation with severe pelvic pain and diagnosis of endometriosis. However, they also note an
issue with the feasibility for some to undergo surgical examination and trans-vaginal ultrasounds to
visualize the disease (Ragab et al., 2015). Surgeries have a cost of time and money. Even with insurance
coverage there may be expensive co-pays that can deter from surgery. Additionally, the costs of taking
time away from school or work to have the procedure and recover may not be practical for some. Thus,
feasibility to undergo procedures to diagnose endometriosis limits the ability for adolescent girls to
receive a diagnosis. Other studies have suggested the visualizing of endometriosis for adolescents is
different than how the disease appears in adulthood. This means young adolescents may not be properly
diagnosed if the doctor is not properly trained to know how to detect the disease (Nakamura, 2021). The
limitations in Gallagher et al.'s study can further discount the experiences of pain that people with
endometriosis experience. As opposed to giving a space for young women suspecting endometriosis to
have a voice of their experiences, their voices and their psychosocial experiences of pain may continue to
go silenced.

Experiencing chronic pain can place a stress on one’s ability to cope. In a study to understand how
adolescents and young women (N=24) cope with endometriosis pain, Gonzalez-Echevarria and
colleagues were able to find themes of positive and maladaptive coping strategies amongst those
diagnosed with endometriosis (Gonzalez-Echevarria et al., 2019). One of their key findings shows that
endometriosis interferes with their school/work performance, and the pain of endometriosis controlled
many aspects of their life. One coping practice utilized by participants in the study was social withdrawal.
Social withdrawal was correlated with impact on work/school performance, mood, and feelings of being
misunderstood. While the findings help to shed light on how these young women navigate endometriosis,
there is a lack of understanding of the positionality, histories, and experiences that have shaped their
responses.

Lack of Awareness

© 2024 Perspectives on Social Work



Griffin, IMPLICATIONS OF BLACK GIRLS’ EXPERIENCES OF ENDOMETRIOSIS 8

The second theme that recent studies have explored relates to issues of diagnostic delays and relatedly,
how lack of awareness of endometriosis contributes to diagnostic delays. A pain-centric model seeks to
help those in pain feel empowered, however, many people do not know the term endometriosis and this
has implications for how they try to communicate symptoms to peers, family members, and medical
providers (Bullo, 2020). As discussed above, the emergence of endometriosis symptoms in adolescence
has implications for their physical, psychological, and social well-being. Gaps in knowledge prevent
adolescent girls from receiving adequate care when they cannot clearly communicate their experiences.
Bullo's (2020) study in the United Kingdom and Ireland explored how endometriosis pain is
conceptualized and communicated in an internet-based cross-sectional survey (N=131). Their findings
show many young women had trouble communicating their pain before being diagnosed with
endometriosis and that some type of tool to describe their pain would have been helpful in these
interactions. Lastly, they found that women who endorsed these challenges had longer diagnostic delays
(Bullo, 2020). From Bullo’s study we can see the importance of how education has implications for
medical care.

Adolescent girls also have issues with a lack of awareness; however, they appear to be open to learning
more about endometriosis. A cross-sectional study conducted in England explored secondary school girls’
experiences of menstruation awareness to develop an understanding of what these girls characterize as
normal menstruation (Randhawa et al., 2021). The findings of this study revealed that about 94% of girls
in the sample reported pain during their periods and about 23% of the sample reported they were missing
school due to period pain. Of significance, only 8% of the girls who participated in the study could
explain endometriosis, indicating an overall lack of awareness of the disease. However, 86% endorsed an
interest to learn more about endometriosis. This finding suggests that adolescent girls have an overall
interest to have more knowledge to make more meaning of their experiences when it comes to their
bodies and why they may be experiencing pain.

While women and girls may have gaps in knowledge and tools to describe their pain, there is also
evidence that providers lack awareness of the implications of pelvic pain. In a meta-synthesis Pettersson
and Bertero (2020) explored qualitative studies to gain a better understanding of women’s experiences
with seeking care for endometriosis from health care professionals. Their findings show that many
women felt that their health care providers appeared to trivialize the issue, but also the health care
providers lacked sufficient knowledge on endometriosis and what is normal versus abnormal
menstruation. This lack of knowledge by providers further contributes to issues of diagnostic delay of
endometriosis (Pettersson & Berterd, 2020). Missing from this analysis is how issues of age, race, and
gender influence the treatment of girls seeking care. The lack of attention to social location appears to
permeate much of the available literature on endometriosis and continues to silence the voices of those
disproportionately impacted by the disease.

Psychosocial Interventions for Endometriosis

There is a dearth of studies exploring possible interventions for endometriosis that target the psychosocial
implications of the disease. Of studies available, there are a small number that have aimed to reduce the
psychological implication of endometriosis. Interventions such as yoga, mindfulness, relaxation training,
and cognitive behavioral therapy (CBT) with physical therapy are amongst some possible ways to reduce
the psychological burden of the disease (Evans et al., 2019). Evans et al. (2019) conducted a systematic
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review to explore psychological and mind-body interventions available for treating the mental health
associated concerns with endometriosis. They identified 12 publications for the systematic review from
nine different countries. Only one of the studies took place in the United States, therefore there are
concerns with limitations in the application of the studies with U.S.-based Black adolescent girls. One
concern noted in their review of studies was the lack of gold-standard methodology, meaning none of the
studies utilized a randomized control trial (RCT) design with an active control group. The authors note
that despite not being able to make firm conclusions about the efficacy of psychosocial and mind-body
interventions, there are positive results reported of these interventions to reduce pain and psychological
symptoms associated with endometriosis. I will discuss some of these interventions and some associated
studies briefly below.

Yoga

Yoga is a mind and body practice that is aimed at improving muscle tone and also relieving stress
(Gongalves, Barros, et al., 2016; Gongalves, Makuch, et al., 2016). While there has been limited studies
exploring the effectiveness of yoga on the symptoms of pain and stress associated with endometriosis,
Gongalves et al. (2016) conducted a study that showed there was a positive impact of yoga on pain and
quality of life for women with endometriosis. In their study of women in Brazil, they compared women
with endometriosis who practiced yoga 90 minutes twice a week for eight weeks with those who did not
practice yoga. Their findings show that women who practiced yoga reported reduced chronic pelvic pain
and improvement in their perceived quality of life. Findings of the qualitative data showed that women
reported that they noticed a greater awareness of breathing with managing pain. In addition, they
developed more ability to be introspective, develop more autonomy, and greater self-care which helped
decrease psychiatric symptoms and reduced the need for psychiatric medications (Gongalves, Makuch, et
al., 2016).

Mindfulness-Based Intervention

Mindfulness-based interventions uses Eastern practices of meditation as a therapeutic self-help tool to
help with physical and psychological well-being (Kabat-Zinn, 1991). In a pilot study of women in Brazil,
a brief mindfulness-based intervention was shown to help improve symptoms of pelvic pain, in addition
to improving mental health when compared to those women who were receiving standard medical care
(Moreira et al., 2022). Mindfulness is shown to have some long-term benefits as well. In a follow up to a
study conducted in 2007 in Denmark, Hansen et al. (2017) reached out to participants to determine the
long-term effects of a pilot mindfulness-based intervention on chronic pain and quality of life for women
who were diagnosed with endometriosis. Ten women were included in the initial study, and all agreed to
participate in the follow up study. Women reported no significant differences in quality of life at the time
of the 6-year follow-up. Findings of the study showed that the women were able to maintain gains from
the time they initially participated in the mindfulness-based intervention.

Cognitive Behavior Therapy (CBT)
Cognitive behavioral therapy (CBT) is a psychological therapy practice that is aimed at reducing negative
thoughts and has been applied to chronic pain conditions (Boersen et al., 2021; Till et al., 2017; Urits et

al., 2020). CBT is believed to help people who have associated mood symptoms that is related to a
chronic pain condition and demonstrate a pattern of avoidance of typical activities, such as physical
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activity and relationships due to pain (Till et al., 2017). Some studies that have examined CBT in the
context of endometriosis have been paired with other medical and interdisciplinary practices, so CBT was
not able to be assessed in its effectiveness on endometriosis alone (Evans et al., 2019). However,
comparative studies that have focused on women with chronic pelvic pain (CPP) have shown some
promise with using CBT as a therapeutic modality to decrease mood symptoms associated with pain
(Brooks et al., 2020). In a scoping review, Brooks et al. (2020) found CBT was one therapy that was
helpful in providing techniques to women impacted by CPP with managing their thinking, identification
and regulating their emotions, and increasing coping skills associated with pelvic pain.

In reviewing each of the possible interventions, there is concern with the lack of diversity of samples that
were included in the studies, along with the concern that majority of the studies took place in countries
outside of the United States. This is crucial to consider when looking at the appropriateness of fit for these
interventions with Black adolescent girls in the US, as different countries may have their own social
norms with expression of pain and how they respond to pain.

Implications for Practice
Schools

School health curriculums can help with providing language around endometriosis and other reproductive
health issues to reduce shame and stigma but also increase awareness of the prevalence of the disease. A
pain-centric model of disability demands medical intervention and disability accommodations for that
pain, however, how can these interventions and accommodations be accessed without clear
communication of what is happening in the body? In a focus group study with adolescent girls and boys
in New York City to explore how adolescents perceived endometriosis and symptoms suggestive of
endometriosis, it was found that there was an overall lack of endometriosis knowledge amongst students
and school personnel (Gupta et al., 2018). The conclusions of this study suggested that there should be
more efforts to educate students, family, and school personnel to help create a more supportive school
environment and help to reduce stigma of endometriosis symptoms. School health curriculums can help to
meet part of this goal by providing basic information for students to learn about the common symptoms of
endometriosis, along with other reproductive health diseases. By learning more in-depth information
about endometriosis, girls experiencing symptoms can develop language to communicate their pain to
others. Meanwhile, other adolescent peers will learn severe pain during menstruation is not the norm and
can be a source of support to validate experiences of pain, as opposed to dismissing them. Additionally, a
school culture that fosters a sense of support and responsiveness to concerns of pain can help with
creative ideas to help prevent these adolescents from getting behind in school due to missed days
associated with pain. Furthermore, school personnel can help model empathy and support to students, so
that adolescent girls impacted by endometriosis can continue to retain and foster meaningful relationships
in this stage of adolescent development.

School Nurses

School nurses may be the first ones to see a pattern with adolescents who have issues with endometriosis
and can assist with early identification and education. Unfortunately, depending on school funding there
are some schools who lack full-time school nurses. School nursing offices may be an early medical
contact, as students are referred to the school nurse by teachers when they are feeling unwell. As such,
school nurses may pick up a pattern of how often female adolescents are requesting to leave school for the
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day if menstrual cycle cramps are severe and unbearable. School nurses should work to approach these
students with curiosity and can be a first line to help assess and document symptoms of pain- including
severity, frequency, and duration. Additionally, they should inquire about descriptions of pain to help
elucidate what the pain feels like, such as stabbing, sharp, etc. This context is important to capture so that
the adolescents can learn how to fully express their pain to their primary medical providers for further
evaluation and diagnosing. School nurses are positioned to help educate parents, and other school staff,
that severe and debilitating pain during periods is not the norm. School nurses can help encourage parents
to follow up with primary medical providers and gynecologists to explore sources of severe pain that is
disruptive to the normal day of adolescents. For Black adolescents, school nurses can be a medical source
to help with validating their pain. Given medical providers history with denying Black women’s pain,
school nurses can be a representative of medicine that can help Black girls feel validated about their
experiences of pain during menstruation.

School Social Workers

Social workers in schools are uniquely positioned to help advocate for needed accommodations and
implement psychosocial interventions for students affected by endometriosis. Social workers assigned to
working in middle and high schools have the ability to make meaningful connections with students and
school staff which can help with identifying students who may be struggling emotionally and
academically due to physical issues such as endometriosis. School social workers should incorporate
questions about menstrual cycle pain in their regular biopsychosocial assessments for students who are
referred to them for services. In their roles, school social workers are also in a position to offer
psychosocial interventions that may help decrease symptoms of anxiety and depression and increase
overall coping, such as mindfulness-based interventions and CBT. School social workers should partner
with school nurses and parents if they are noticing an adolescent complain of severe pelvic pain with
menstruation to encourage discussion with medical providers to rule out endometriosis. If a social worker
learns that an adolescent is diagnosed with endometriosis, they should work alongside the student and the
parents in advocating for appropriate accommodations in a 504 plan and other specialized services to be
in place, so that the student is not academically penalized for time missed due to complications of the
disease.

Discussion and Conclusion

Available literature on endometriosis and the psychosocial impacts of living with a chronic pain disease is
limited. Of the available literature, there have been some studies that sought to gain an understanding of
what this disease looks like in the context of adolescence. However, it does not appear that any studies in
the US have looked at the psychosocial implications from a pain-centric lens, such as developing an
understanding of how endometriosis pain is conceptualized and how they voice their pain to others—such
as peers. Neither have studies explored the intersections of social identity in how someone is impacted by
this disease, and how a person’s identity impacts interactions with healthcare professionals. Therefore,
Black girls’ experiences of endometriosis are largely absent in current literature. Additionally, while there
have been studies that suggest disruptions in life from endometriosis (Fedele, 2021; Gallagher et al.,
2018; Gonzalez-Echevarria et al., 2019), they lack a focus on how this impacts human agency and
meaning this has in the course of a person’s life. Lastly, psychosocial interventions for this population
across the lifespan is very scant, and there does not appear to be any interventions specifically targeted to
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adolescents. However, some of the psychosocial interventions available may be able to be adapted to
adolescent populations.

Another shortcoming in the literature relates to issues with diversity in samples. Researchers may
inevitably perpetuate the erroneous belief that endometriosis is rarely seen in communities of color by
continuing to focus on the experiences of White girls and women with endometriosis (Bougie et al., 2019;
H. J. Lietal., 2021). A pain-centric model of disability invites people from multiple backgrounds and
social locations to participate in discourse on their experiences with pain. This is for the purpose of
amplifying their voices so that they can be seen, and also for the purpose of advocating for appropriate
accommodations to be put in place to reduce the burden of the disease (Jones, 2016). This perspective is
fundamental to understanding the contexts of pain that Black adolescent girls experience with
endometriosis. From life course theory, we can also see how the historical aspects in America’s society
and medical field shape the impact of endometriosis on Black adolescent girls. Tasks that Black
adolescent girls must navigate include peer relationships and school. Given how literature shows that
there is a link to endometriosis pain with lower performance in school (Gonzélez-Echevarria et al., 2019),
it is imperative to consider the types of supports needed for this population at this age to minimize
disruption in this life stage. These perspectives and considerations are largely absent in studies examining
endometriosis. However, school health curriculums, school nurses, and school social workers are
uniquely positioned to help raise awareness, document reported issues of pain, facilitate referrals for
follow-up evaluation and diagnosis, and provide psychosocial support and accommodations to
adolescents who are experiencing endometriosis.

Lastly, more focus on the lived experiences of Black female adolescents with endometriosis is warranted
in scholarship. Given the differential delays in diagnosis for this group, it is imperative to raise awareness
for referrals and screening measures for endometriosis to help prevent irreversible physical and
psychosocial damage from occurring with this disease. Endometriosis is a chronic condition with no
known cure (CDC, 2019). By providing accommodations to adolescents experiencing endometriosis
symptoms, adolescent girls can continue their life course trajectory with minimal disruption. By focusing
on the experiences of Black girls, school professionals can help to lessen the long-term burden and reduce
the disparities this population faces with endometriosis.
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Abstract

Prison-based drug treatment programs and peer-led treatment programs, by themselves, have promising
outcomes for those who receive treatment. However, current literature does not indicate whether peer-led,
prison-based programs are effective. This paper points to several reasons why additional research about
this concept is important. The argument can be made that incarcerated people who use substances could
wait to be released to receive peer support, but as is clarified, several barriers prevent aftercare and
recovery maintenance. This paper looks at the costs and benefits of such programs from different
perspectives while ultimately advocating for the empowerment and self-efficacy of incarcerated substance
users who are in the various stages of change. Using Indiana and the state’s correctional department as a
reference, a recommendation is made for the establishment of peer-led drug treatment programs in U.S.
prisons and jails. Collaboration among incarcerated individuals, correctional institutions, and social
workers is encouraged to ensure the implementation of best practice treatments for incarcerated
individuals who use substances.

Keywords: person who uses substances, prison-based, peer-led, law enforcement, social work(er),
experience, correctional facility, incarcerated individual

Hoosier Health: An Indiana Case Study for Correctional, Peer-Led Addictions
Recovery Treatment

The Prison Policy Initiative (as cited by Lee, 2021) found that 1 in 5 people currently incarcerated in the
United States is confined for drug-related offenses. According to Alexander (2010), the War on Drugs is
responsible for the prison boom that created two thirds of the federal prisoner population between 1985
and 2000. Alexander (2010) states, “There are more people in prisons and jails today just for drug
offenses than were incarcerated for all reasons in 1980” (p. 60). One report explains that nationally,
approximately 90% of individuals incarcerated for drug-related crimes do not receive addictions
treatment, and about 75% of them recidivate within five years of release (Indiana University, 2022).
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Astoundingly, recently released persons are 129 times more likely to die from an overdose within two
weeks their release (Indiana University, 2022).

Peer-led support groups have proven effectiveness (Duckworth, 2022a). However, there is a gap in the
literature about the effectiveness of peer-led drug treatment programs within correctional institutions. For
individuals who are currently incarcerated, prison-based treatment programs play a key role in their
rehabilitation. However, there are several barriers to prison-based programs that keep those who enrolled
from being completely successful after release. These barriers include lack of motivation, lack of reliable
group leadership, and lack of aftercare after release, to name a few. This paper aims to provide a clear
understanding of why it is important to include incarcerated individuals who use substances in the
dissemination of their own treatment rather than solely relying on social workers for therapeutic
rehabilitation. This writer posits that peer leaders and experience-based treatment could be combined with
oversight from social workers to create a holistic, healing environment for individuals who are
incarcerated for drug-related offenses.

As a former law enforcement officer and current mental health and addictions therapist, issues regarding
substance use among incarcerated individuals are central to my career and research. During my time at
the Indiana Law Enforcement Academy (ILEA), I do not recall one class that taught us how to locate
resources for people who use substances or people struggling with severe mental illness (SMI). In my
experience leading a substance use Intensive Outpatient Program (IOP), I have had several clients openly
tell me that once they were off probation, they would either drop out of services or go right back to using.
For some, there is no motivation to enroll in any community-based aftercare programs because (1) there is
no perceived benefit of doing so or (2) the person is not in a stage of change that motivates them to stay
sober.

Another common barrier I heard from clients is that while they had no personal issues with addiction
therapists, most therapists they dealt with had no actual experience with substance use. There is power in
peer support, as Duckworth (2022a) explains: “Lived experience is expertise” (Duckworth, 2022b).
Clinicians lacking personal experience with substance use may limit relationship building and create
pessimism among those who have the lived experience. After all, what is a therapist fresh out of school
going to teach them about the struggles of addiction?

An individual who is in recovery from substance use is said to exhibit “change through which individuals
improve their health and wellness, live self-directed lives, and strive to reach their full potential”
(Substance Abuse and Mental Health Services Administration, n.d, para. 2). Treatment programs led by
people who use substances in correctional institutions could help individuals who are newly released
maintain their sobriety and be successfully reintegrated into their communities. The need for recovery
support is tantamount to success in mental health and addictions treatment and recovery (Gorrell, 2022).
Belenko and colleagues (2013) found that in 2011, of the 1.5 million people incarcerated for drug-related
convictions, 68% of them had recidivated on more drug-related charges within three years of being
released. Experience-based treatment programs can be guided by evidence-based curriculums with the
added benefit of having a group leader who relates to the experiences of those receiving treatment. While
social workers have a role in navigating evidence-based curriculums, they can also collaborate with
people who use substances when it comes to teaching the curriculum as a way of empowerment,
meaning-making, and the creation of one’s own agency.
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Literature Review

History of the War on Drugs

President Nixon initiated the War on Drugs in 1971. His want to eradicate criminal drug use was his
effort to protect the American people against “public enemy number one” (Nixon, 1971). In his address to
Congress, Nixon (1971) blamed the Vietnam War for the rising number of “young Americans who have
become addicts” (para. 9). President Nixon requested that Congress add $155 million in federal funding
to the existing budget used for fighting drug abuse, enforcing drug laws, and establishing treatment,
bringing the total amount of money to fight the War on Drugs to $350 million.

The War on Drugs initiative expanded with the election of President Reagan in 1981. President Reagan
continued financially rewarding law enforcement agencies for their drug control efforts but also
established harsher criminal punishment for people caught using and dealing drugs. Competition for
funding led state and federal law enforcement entities to push propaganda about drugs as the reason for
increased crime rates (Barnett, 1984; Benson et al., 1995; Gusfield, 1980; Morgan, 1983). This led to
mass incarceration of substance users without them being afforded rehabilitation or substance use
treatment (Encyclopedia Britannica, n.d.). To this day, mass incarceration of substance users is an
ongoing effect of the War on Drugs. The Anti-Drug Act of 1986 led the U.S. Congress to establish
mandatory minimum sentencing laws (specifically for cocaine), further marginalizing the substance use
population without providing any recovery resources (Encyclopedia Britannica, n.d.). The Anti-Drug Act
of 1988 maintained sentencing laws and extended the death penalty to serious drug-related offenses
(Alexander, 2010).

Experts such as Dr. Carl Hart, neuroscientist and professor of psychology at Columbia University, believe
the War on Drugs was about more than ridding the United States of unwanted drug use. Dr. Hart (2021)
posits, “More drug arrests equate to more overtime, more ‘throwaway people’ in prison, and bigger
budgets. These practices ensure job security for a select few, including law enforcement personnel and
prison authorities” (p. 20). Dr. Hart’s opinion is that the War on Drugs achieved exactly what it was
intended to: financially support state and federal law enforcement agencies and prisons. Incentivized law
enforcement resulted in stronger efforts to reduce crime (Hart, 2021). More people in prison meant more
money for carceral economies. The bottom line is that the War on Drugs was fought at the expense of
individuals suffering from severe addiction and created further marginalization of those who use
substances (Hart, 2021).

Since the start of the War on Drugs, the United States has spent more than $1 trillion on the initiative
(Lee, 2021). Fifty-two years later, we are still seeing a rise in the number of people using drugs. For
example, in 2019, the number of drug users among individuals age 12 and older rose 13% (Centers for
Disease Control and Prevention, n.d.). This statistic calls into question the effectiveness of the “war” and
reinforces the argument that instead of stopping the drugs, the focus should be placed on rehabilitating the
user. The $35 billion dollars spent on drug control in 2020 could have been used to build community
resources and more effective treatment programs (Lee, 2021).

Statistics on Drug Use

Between 2009 and 2019, drug arrests were flowing at more than 1 million annually. In 2019 alone, there
were a total of 1.56 million arrests made for possession and/or dealing/manufacturing drugs (PEW, 2022).
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This made drugs the leading cause of all arrests in the United States. Of all these arrests, only 1 in 13
people received treatment while incarcerated (PEW, 2022). Within the same timeframe, while the
percentage of those arrested for possession dropped less than 1%, the number of people arrested for
dealing decreased 34%, and the number of people incarcerated decreased 33%. The caveat is that while
these numbers have decreased, there is still a lack of treatment options, and overdose rates are still high
(PEW, 2022).

From April 2020 to April 2022, fatal overdose rates increased 28.5% (Centers for Disease Control and
Prevention, 2021). Overdoses caused by synthetic opioids (e.g., fentanyl) skyrocketed between 2016 and
2020, with 56,516 deaths being reported in 2020. With this statistic, synthetic opioids became the most
common substance on which people overdosed and died (National Institute on Drug Abuse, 2022). The
number of overdose deaths related to other drugs remained consistent, with psychostimulants (e.g.,
methamphetamine) the second leading cause of fatal overdoses, and cocaine the third.

Peer- Based Recovery

Peer-based recovery is defined as “the process of giving and receiving nonprofessional, nonclinical
assistance to achieve long-term recovery from substance use disorders” (Bassuk et al., 2016, p. 1;
Langabeer et al., 2020, p. 443). Duckworth (2022a) explains:

To establish trust, an effective working relationship, and the right therapeutic environment to
support your recovery, you must find providers who are not just knowledgeable and experienced
in treating people with your particular mental health condition but are also a “good fit” for you. Not
every clinician with the right credentials is someone you might feel comfortable talking to about
your most intimate personal struggles. (p. 51)

Though clinical professionals in charge of drug treatment programs have been successful in reducing drug
use, attempts at lessening relapse have been less effective (Bassuk et al., 2016). The benefit of peer-based
recovery programs is that they are led by people who have similar lived experiences as the individuals
who are receiving treatment. In the limited studies conducted about peer-delivered recovery programs,
much of the research suggests that peer-led programs have a significantly positive impact on reducing
substance use (Bassuk et al., 2016).

Peer-support treatment programs offer more than relapse prevention skills. Perrin and Blagden (2016)
promote the idea of desistance via peer-support. Desistance in its simplest definition is the complete
ending of all criminal behavior. However, the authors suggest that there is a psychological element to
desistance. Essentially, the psychological factors that lead to criminal behavior must also be addressed if
one is to ever cease criminal activity completely.

For the peer mentor, there is evidence of social, emotional, and psychological

improvement and personal fulfillment from serving others (Dwenger & Rollings, 2023; Perrin & Blagden,
2016). In addition, life skills imparted to individuals through peer support bolster holistic treatment in
ways that law enforcement-led and social worker-led treatment programs do not. For example, peer-led
drug treatment programs provide individuals who use substances with the positive influence of a peer and
role model, which increases optimism in reaching their goal of sobriety (Perrin & Blagden, 2016).
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The use of peer leaders also provides people who use substances with protective factors such as “positive
self-identity and personal autonomy, sobriety, being believed in, hope, stable relationships, closeness to
others, constructive social support networks, and receiving emotional support” (de Vries Robbé, et al.,
2015 as cited by Perrin & Blagden, 2016, p. 8; McNeill & Maruna, 2007 as cited by Perrin & Blagden,
2016, p. 8). Tera Carter (as cited by Duckworth, 2022a) explained, “It really gives people hope. It gives
them hope to be able to see that it is possible to do better” (p. 181). There is a higher probability of
desistance if individuals who use substances and participate in these programs feel fully supported,
understood, and hopeful. Peer-led treatment programs teach participants how to be accountable for their
recovery without the clinician-client power dynamic or penal nature of a group being led by correctional
officers (Gorrell, 2022).

Residential Substance Abuse Treatment Programs

The Bureau of Justice Assistance (BJA) (2022) promotes peer support in Residential Substance Abuse
Treatment Programs (RSAT). The benefits of RSAT include preparation for re-entry, linkage to
community services and resources, case management, and other continuum of care services. RSAT
programs are specific to correctional facilities, and thus focus on the needs of the incarcerated substance
use population, employing staff and peer supports who are familiar with the inner workings of re-entry.
While RSAT programs are not peer-led, peer support is used to teach social and personal responsibility
along with various skills for social success (Bureau of Justice Assistance, 2022). Excluding Indiana, six
states are successfully implementing peer support and RSAT in their correctional institutions: Tennessee,
New York, Vermont, Oregon, Wisconsin, and Pennsylvania. While the details of these programs are not
addressed in this article, these correctional programs have demonstrated positive, hopeful outcomes for
treatment participants.

The Indiana Department of Correction (IDOC)
Indiana Statistics

A November 2022 report from the Indiana Department of Correction (IDOC) estimated a total of 22,988
adults within 18 prisons were incarcerated by the IDOC, with another 35, 927 incarcerated in the state’s
92 county jails. These numbers do not include individuals on parole, probation, house arrest, or
community corrections (Reagle, 2022). The percentage of these individuals who are incarcerated for drug
offenses is unknown. However, in 2021, the IDOC reported 2,755 overdose deaths (Legan, 2022), a 21%
increase from 2020. Eighty-five percent of these deaths were attributed to the potent synthetic opioid drug
fentanyl. A 2022 report found that almost 1 million Indiana residents meet the criteria for substance use
disorder (SUD) (Indiana University, 2022). SUD is defined by the National Institute of Mental Health
(2023) as:

a treatable mental disorder that affects a person’s brain and behavior, leading to their inability to
control their use of substances like legal or illegal drugs, alcohol, or medications. Symptoms can
be moderate to severe, with addiction being the most severe form of SUD. (para. 1)

Lack of available treatment and social barriers are cited as two of the main causes of Indiana’s high
mortality rates (Indiana University, 2022). Treatment is costly in most demographic areas and nonexistent
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in others (Indiana University, 2022). Societal barriers are a result of the unwillingness of those in
authority to recognize addiction as an illness, instead attributing addiction to poor individual choices. This
stigma severely limits the ability of individuals who are struggling with addiction to locate and access
appropriate resources.

Treatment Programs

The Indiana Criminal Justice Institute (2022) recently awarded the IDOC $1 million to begin an RSAT
program; however, details about the program are unavailable, and it is unclear if the program will be peer-
led. However, the Annual Criminal Code Reform Report published by the Indiana Criminal Justice
Institute & the Justice Reinvestment Advisory Council (2020) stated that of the 92 county jails in Indiana,
79 (~86%) provided substance use counseling. Of the 59 jails that responded to the Division of Mental
Health and Addictions (DMHA) survey, 39 also offered medication assisted treatment (MAT) such as
methadone, suboxone, and naltrexone (Indiana Criminal Justice Institute & the Justice Reinvestment
Advisory Council, 2020).

The state of Indiana administers substance use treatment through the NextLevel Recovery program, which
partnered with the Indiana Sheriff’s Association in 2020 to invest $4.6 million in evidence-based
treatment programs for county jails (Indiana Criminal Justice Institute & the Justice Reinvestment
Advisory Council, 2020; NextLevel Recovery Progress Report, 2020). Both reports note that
approximately 6,000 Indiana residents are incarcerated every day, and approximately two-thirds of these
individuals have a lengthy history of substance abuse. In accordance with the treatment model, the IDOC
created 700 inpatient-style treatment beds in prisons across the state of Indiana. In 2020, the IDOC
Transitional Healthcare Division linked more than 2,300 offenders to community-based substance use
treatment providers. Drug courts were awarded $3 million during the next two years to develop evidence-
based family recovery programs.

The IDOC has also implemented the Recovery While Incarcerated (RWI) program, which “is a multi-
faceted approach emphasizing screening and assessment, timely access to treatment, and individualized
evidence-based care” (IDOC, 2022, para. 1). RWI, led by the IDOC behavioral health team and in
partnership with external medical providers, is based on the Stages of Change model, which allows
incarcerated individuals to receive individualized substance use treatment. The starting point of treatment
depends on individuals’ specific needs. The use of an individualized treatment plan marks an
administrative change from the previous progressive model used by the IDOC, which required all
participants to start at the same treatment level regardless of their stage of change.

While there is no current data available on the program’s effectiveness, it appears the IDOC behavioral
health team is taking active measures to ensure individuals who are newly released from incarceration
will have a better chance at successful reintegration. More recently, the IDOC has implemented trained
Peer Recovery Coaches who assist other incarcerated individuals with starting and maintaining recovery
(Dwenger & Rollings, 2023). Dwenger and Rollings (2023), both who are directors on the IDOC’s mental
health care team, say that using peers in correctional addictions programs provides support,
understanding, connection, and hope to individuals who are otherwise isolated. In 2023, the IDOC
Behavioral Health team expects to train up to 84 Peer Recovery Coaches across three prisons (Dwenger &
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Rollings, 2023). Ray Lay (2022), Board of Directors member for the Indiana chapter of the National
Alliance on Mental Illness (NAMI Indiana), explained that he never received addiction treatment during
his incarceration in the IDOC, but now that he is in recovery and works closely with the prison system, he
sees that “the Indiana Department of Correction is trying.”

Treatment Barriers

People Who Use Substances

It is difficult for individuals to be successful in prison-based treatment programs for many reasons. First,
correctional facilities serve a custodial function (Mclntosh & Saville, 2006). Therefore, prison-based
treatment takes a backseat to safety and sanctioning of incarcerated individuals (Farabee et al., 1999).
Since many prison-based treatment programs are mandatory, any failure to comply with treatment
guidelines often results in negative consequences such as solitary confinement (Duckworth, 2022a). With
the involuntary nature of treatment and inherent fear of being punished, prison-based treatment programs
do not consistently provide the therapeutic environment needed to make change. Even if they are
mandated to attend treatment while incarcerated, individuals may not maintain any post-prison services
once they are released (Farabee et al., 1999).

For individual substance users, relationships with law enforcement and correctional personnel are key to
their recovery (MclIntosh & Saville, 2006). At the 2022 annual NAMI Indiana Conference, Kimberly
Comer, Peer Support Specialist and recovering substance user, detailed her journey through the criminal
justice system as an active user. She reported receiving no treatment in the county jails where she was
held. She described one interaction in particular that stayed with her during three stints in county jail and
her three-year sentence in prison: A correctional officer told her after her release, “It’s been really nice
meeting you, Ms. Comer. We look forward to seeing you again real soon” (Comer, 2022).

Not only was Ms. Comer struggling with addiction, but she also had to manage being improperly
medicated during incarceration. Because she also struggles with mental illness, Ms. Comer is prescribed
medications to manage an impulse control disorder. The nature of these medications requires that she take
them consistently; however, when she was incarcerated, her medications would be abruptly stopped for
periods of time until she saw a psychiatrist. Because she was not taking her prescribed medication
consistently, her impulsive behavior went unmanaged, which led to her being arrested 13 times during an
11-month period (Comer, 2022).

Influential policymakers, such as former Governor of New Jersey Chris Christie, have advocated for
addiction treatment rather than relying on incarceration as a deterrent for substance use (Lee, 2021). For
individuals who are already incarcerated, allowing them to make meaning of their experiences through
self-empowerment and hands-on engagement with treatment could be the key to full recovery. Being
given their own agency in treatment not only provides individuals who use substances with skills to
remain in recovery, but it also teaches them life skills they will need to reintegrate upon release.

Law Enforcement Officers (LEO)
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Lack of law enforcement training about SUD can be harmful to individuals who are using and who are in
recovery (Duckworth, 2022a). In the ILEA, cadets receive two days of training on narcotics, none of
which include instruction about assisting people who struggle with substance use (Indiana Law
Enforcement Academy, 2022). Instead, these classes focus on the identification of drugs and Indiana drug
law. While the substance use course is extensive, much of the curriculum consists of learning to identify a
select few substances, how to perform Standard Field Sobriety Tests (SFST) for intoxicated drivers, and
learning about the harms that drugs cause to society. Top officers and officers who have a keen interest in
stopping drug crimes are offered positions on special teams like the K9 team, SWAT, the Interdiction
team, and the Drug Task Force (DTF). These special teams, Interdiction and the DTF especially, are
solely focused on locating and intervening in drug activity occurring in their respective counties.
Interdiction makes traffic stops on the interstate in the hopes of catching people who are trafficking drugs,
while the DTF consists of department-based teams that are tasked with stopping local drug activity.

Some substance users have their first trial with recovery because of law enforcement contact. They are
either forced to withdraw and stay sober because they are in jail, or they are court mandated to attend
treatment as part of their plea agreement. In these instances, incarceration becomes their opportunity for
recovery (Bureau of Justice Assistance, 2022). This initial contact with law enforcement is why it is
crucial for law enforcement officers (LEO) and correctional facilities to be appropriately prepared to treat
substance users holistically rather than only treating their behavior. The lack of resources or the ability to
provide resources on the part of law enforcement can be “make or break” for people who are attempting
or maintaining recovery.

Mclntosh and Saville (2006) explain that jails serve their custodial function before they prioritize
treatment programs. Likewise, Farabee et al. (1999) state, “Within the prison setting, program
noncompliance is often met with a correctional-rather than therapeutic-response” (p. 156). Over-
sanctioning of incarcerated individuals may decrease their motivation to voluntarily complete a prison-
based program and uses fear rather than empathy to achieve desired results. In this way, institutions often
prioritize asserting dominance rather than rehabilitating the incarcerated individual.

Petrocelli et al. (2014) interviewed 1,050 law enforcement officers, 50% of whom stated their belief that
drug laws were not strict enough. Interestingly, though participants rated marijuana as the 10™ most
harmful drug on a list of 11, 58.7% of respondents believed marijuana laws need to be stricter. Forty-five
percent of the officers interviewed believed incarceration was the best option for individuals who are
arrested for drug crimes. Only 22.8% of respondents thought people who use and sell substances should
receive court mandated drug treatment.

Paul Larkin, a senior legal research fellow at the Heritage Foundation, is more hesitant about changing
U.S. drug policy. He states:

Just as we don’t abandon our efforts to prevent violent crime because murders, rapes, and
robberies are still committed, we should not abandon our efforts to protect our neighbors and their
children from the harms illicit drug use causes. We should pursue our goal with every tool we
have, such as education, interdiction, law enforcement and treatment. (Lee, 2021, para. 18)
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As the research indicates, law enforcement officers (LEOs) need more training and education about the
treatment needs of substance users. Training programs such as the Crisis Intervention Team (CIT) teach
LEOs how to respond to mental health crises (Duckworth, 2022a). While recovery is not the
responsibility of LEOs, it is their duty to serve all citizens, including individuals who are struggling with
addiction. The law requires that incarcerated individuals be treated in the least restrictive environment
available. It is paramount to reach a point where individuals who use substances, social workers, and
LEOs trust each other’s knowledge and experience to create resourceful, experience-based treatment
programs.

Social Workers

The need to maintain a safe environment places time limitations on prison-based treatment, and these time
constraints make it difficult to execute a detailed curriculum. In addition, program participants return to
the prison’s general population after their session is over, which also impacts program effectiveness
(Farabee et al., 1999; McIntosh & Saville, 2006). Mclntosh and Saville (2006) quoted a correctional
officer as saying, “They feel as if their time goes easier if they’re using. A way a lot of them look at it is
they’d rather lie behind a prison cell door with some sort of drugs in them than lie in there and stare at the
wall coming off it” (p. 235). Because little time is spent learning useful sobriety skills, incarcerated
individuals who are in treatment may return to negative peer influences and possible drug use within the
prison when their treatment session is over.

High turnover rates of social workers in prison-based employment also compromise the effectiveness of
prison-based treatment programs (Farabee et al., 1999). Among the social work staff who terminate their
prison-based employment are senior employees, which creates unstable programs and leaves support staff
with no guidance. This is especially detrimental to new programs that require stable leadership to
establish foundational direction.

The usually remote location of prisons makes it difficult to hire social work staff that are qualified and
willing to drive long distances to work (Farabee et al., 1999). Typically, the prison-based population also
requires greater demands of staff time and energy than the non-prison population (Farabee et al., 1999;
Mclntosh & Saville, 2006). It is also important to remember that not all staff who are qualified to work in
community-based programs are a good fit for prison-based programs (Farabee et al., 1999; McIntosh &
Saville, 2006). The nature of prison itself creates a stressful work environment. In addition, social
workers with little to no experience working with a prison-based population may be fearful or unprepared
to navigate these issues. Social workers are not normally given sanctioning powers, meaning they are
forced to deal with treatment noncompliance and other hostile behaviors from incarcerated clients. This
may lead to unstable programs, poor treatment practices, and high turnover rates (Farabee et al., 1999;
Mclntosh & Saville, 2006).

Problem Restated

Several points support the argument that social workers and correctional officers should not be solely
responsible for prison-based drug treatment and that peer leaders are more beneficial for prison recovery
programs. First, as previously mentioned, many social workers are ill- prepared to provide services in a
correctional setting. Forensic social work is not as straightforward as providing clinical treatment in
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community settings. Various elements make up holistic treatment for incarcerated individuals, especially
when severe mental illness or addiction struggles are present. Forensic social work requires individuals
who are well-versed in resource location and security, social re-entry, trauma focused therapy, law,
addictions treatment, life skills training, medication-assisted treatment (MAT), and various other elements
that facilitate individuals being fully reintegrated and maintaining sobriety independently.

Second, all social work, no matter the specialization, must be person-centered as is the standard for
quality care in the social work profession (Washburn & Grossman, 2017). More effective addictions
recovery may come from incarcerated individuals being empowered to determine what type of treatment
they receive and how they receive it. The IDOC’s RWI program and Peer Recovery Coaches are good
examples of person-centered treatment. Using multiple treatment modalities accounts for individualized
treatment needs while also enforcing the power of peer support in recovery.

Third, it is difficult for incarcerated individuals to build trusting relationships with people who do not
share similar lived experiences. This difficulty is only exacerbated in the prison setting due to power
dynamics and looming consequences if one does not participate in the treatment program. Using peers
instead of social workers or correctional officers creates a more conducive environment because: (a) peer
leaders would not be given punitive powers, (b) peer leaders understand where substance users are
coming from and can meet them where they are in treatment, (c) it gives those participating in the
program something to strive for, and (d) it reduces feelings of hopelessness and inferiority, increasing
motivation to complete the program and stay sober.

Conclusion

Numerous peer support groups are community based; however, the number of these groups in
correctional institutions is lacking. Ideally, individuals who are released from prison or jail would walk
right into community services, but this is often not the case. Whether internal or external, there are
barriers to immediate community treatment for people who use substances. Not only are these individuals
trying to maintain sobriety on their own, but they are also managing various external stressors like trying
to secure housing, employment, insurance, medical services, etc. For those who do not have the
motivation for aftercare, treatment falls to the wayside. For those who do seek community-based services,
lack of resource availability can hinder their continuum of care. Recovering individuals also struggle with
stigmatization and feelings of shame and isolation (Duckworth, 2022a; Gorrell, 2022). These internal
challenges may prevent them from seeking services to avoid perceptions of being judged or
misunderstood.

Duckworth (2022a) says, “But given the absence of coordination from state to state, system to system,
institution to institution, and profession to profession, there are still plenty of doors that lead to long
waitlists, ineffective or unaffordable healthcare, jail, or homelessness — and some doors that do not open
at all” (p. 38). This speaks to why it is critical that peer-led treatment programs start in jail/ prison rather
than leaving newly-released individuals to navigate the world of re-entry on their own. The barriers
associated with locating and securing resources and learning to navigate social services can be quelled by
peer leaders who have already acquired that knowledge (Bureau of Justice Assistance, 2022).
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Just as universities provide concentrations in school social work, clinical social work, and medical social
work, perhaps they can consider forensic social work to be its own specialty. The prison population is
unique and requires professionals who can easily navigate the criminal justice system and provide
treatment that addresses individual needs as well as prepares them for re-entry and independent survival.
There is a place for social workers in prison-based drug treatment programs. While this paper advocates
for peer-led programs, social workers still need to be present to manage any mental health crises and
coach treatment participants through meeting any other clinical needs.

Prison-based drug treatment programs would benefit from collaboration with peers when it comes to the
actual dissemination of treatment curriculum. A better practice would be allowing peer leaders to teach
treatment curriculum on their own under the guidance of a social worker and have a say in the type of
curriculum that is presented. When it comes to leading groups, social workers would only oversee the
program, checking in with peer leaders on participants’ progress and ensuring everyone in the program is
receiving best practice treatment. Peer-led drug treatment is an effective and efficient way to provide
tailored services to a population that benefits from “feeling heard by someone who has “been there”
(Duckworth, 2022a, p. 59).

Peer leaders can solve the lack of available clinicians by supplementing staff while also

providing perspectives that social workers cannot (Duckworth, 2022a). Peer-led, prison-based drug
treatment programs are vital to the success of incarcerated individuals who use substances because it
gives them a head start on working toward re-entry and independent sobriety rather than trying to
navigate these elements upon release. Peer leaders can provide case management services during which
they connect treatment participants to community-based aftercare services and link them to other
resources they will need. They can also practice therapeutic elements such as promoting empowerment,
coping, and self-advocacy. Having already acquired the necessary support and recovery skills in prison,
formerly incarcerated individuals will have a better chance for success during social reintegration.
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Abstract

With the incoming wave of adults aging into older adulthood growing Arizona’s population and many
states creating multisector plans for aging to prepare, this study reviewed the 2023-2026 Arizona State
Plan on Aging to inform a plan of action for social workers. The plan was informed by the domestic
migrations of residents moving to Arizona, California’s Master Plan on Aging, and the current
pedagogical approaches in the field of gerontology. The main theoretical concept explored a model which
combined the life-course perspective and critical gerontology in social work, leading to two proposed
strategies. Strategy one is elevating the study of economics in social work and strategy two is developing
a dual gerontology and social work advanced degree. The study predicts that introducing more
opportunities to learn social economics and developing dual degree options will prepare future Arizona
social workers to work with multiple disciplines to serve clients from prenatal to adulthood to end-of-life
care.

Keywords: Arizona, gerontology, social work, California, aging

A Research Brief on the 2023-2026 Drafted Arizona State Plan on Aging and
Recommendations for Social Workers

A Call to Action for Arizona Social Workers: The Aging Wave is Coming

Arizona’s 2023-2026 State Plan on Aging' (AZ’s State Plan) recently went into effect in October 2022
and is publicly available. AZ’s State Plan presents its current and projected aging population services,
funding population needs, and outlines goals to address major social issues in the aging community
(Arizona Department of Economic Security, 2022). AZ’s State Plan cites Arizona’s 2019 total population
at approximately 7.2 million, with 1.7 million adults over the age of 60. The National Population
Projections from the University of Virginia Weldon Cooper Center (2023) estimates Arizona’s older adult

L https://des.az.gov/services/older-adults/aging-publications
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projected growth at approximately 2,301,276 by 2030. This study aims to detail the goals within the
2023-2026 Arizona State Plan on Aging and compare these goals with the projected domestic migrations
to inform the creation of strategies to advance the education and career opportunities for Arizona’s
gerontology social workers.

When comparing age populations reported in their State Plans on Aging Arizona’s border states, New
Mexico, Nevada, Utah, and California showed California leading the age race as the state with the largest
aging population, with over 5 million aging adults®. Of the four states compared to Arizona, California’s
60-plus population is projected to grow the largest with another 1.5 million by 2030 (Demographic
Research Group, 2018). According to the University of Arizona’s Forecasting Project, approximately
64,000 Californians migrated to Arizona between 2016-2020 (Hammond, 2022). In dissecting Arizona’s
State Plan on Aging goals, the question asked for this review was, are Arizona social workers prepared
for both the natural increase reported by the 2018 projection of the Demographics Research Group, and
the more recent University of Arizona study of the domestic migration of Californians who will age into
older adulthood in Arizona?

An Overview of the Arizona State Plan on Aging

State Plans on Aging are documents required by all states which detail each state’s population needs and
goals, and allocation plans to address major social issues in the aging community to receive federal funds
from the Older Americans Act (OAA) (Congressional Research Service, 2021). Funds trickle down to the
community through Title III grants for state and community programs administered by the Administration
on Aging to Area Agencies on Aging, then to local providers (Kunkel, 2019). All state plans have a
blueprint for what needs to be provided. This was not an extensive review of the document, and we
implore readers to access the full state plan. Our brief synopsis of AZ’s State Plan goals will focus on
how the goals equate to the reported demographics of their state's aging population, their needs
assessment which informed their goal development, and their explanation of how funds are allocated to
their most in-need sub-populations.

AZ’s State Plan on Aging describes its high-need target demographic as rural-dwelling Native, African,
and Latinx Americans, reporting a 9.18 poverty percentage in 2019, with the highest amount of those in
poverty from Native American (33%), Blacks/African American (20.32%), and Hispanic (21.6%)
households (Arizona Department of Economic Security, 2022, p. 72). The required needs assessment
identifies population and community needs from 2016-2017, citing an inability to perform a community
assessment in 2020 due to the pandemic (p. 117). The Intrastate Funding Formula attachment provides an
allocation rate calculation based on amounts of 60-plus adults living in poverty, reporting approximately
98,000 living below the poverty line in the state of Arizona (p.64).

Based on the state’s demographic estimation, needs assessment, and poverty index of aging adults, five
goals were identified, (1) streamline access to quality care, (2) increase awareness of aging issues, (3)
increase independent aging communities, (4) prioritize developing a well-trained informal,

2 https://demographics.coopercenter.org/national-population-projections/
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paraprofessional and professional workforce and (5) enhance capacity to develop infrastructure to
improve service delivery (pp. 19-27).

Goal One: Streamline Access to Quality Care.
Addressing Alzheimer’s

In identifying the gaps in service delivery, the objective is to put into action evidence-based curricula to
increase public awareness and provide free educational support for professionals. AZ’s State Plan (2022)
proposes utilizing partnerships between the Area Agencies on Aging, Dementia Friends in Arizona, and
the Banner Alzheimer’s Institute, to provide virtual caregiving training and programming to streamline
access to Alzheimer's care (pp. 19-20).

Increasing Care Coordination and Education

As rural-dwelling aging adults have been identified as a major area of concern for Arizona, there are
several aging care systems, such as legal is, respite care, and State Health Insurance Assistance (SHIP),
which are high-need services in rural Arizona (p.20). In partnership with community stakeholders, funds
will help identify social and economic needs and areas of improving the capacity of benefit providers
serving aging adults who are living in poverty and are non-English speakers (p. 20-21).

Goal Two Strategies: Increase Awareness of Aging Issues.
Promote Professional Support

In collaboration with the Arizona Caregiver Coalition, AZ’s State Plan aims to promote awareness about
aging-care work, such as caregiving, and the challenges and needs of this workforce. In partnership with
the Family Caregiver Support Program, the focus will be on awareness initiatives focused on early onset
Alzheimer’s and/or dementia (p. 21-22). Both initiatives strive to provide the public with accurate
information about the specialized care Arizona’s aging population requires in hopes of increasing care
coordination for those living with Alzheimer’s and improving caregiver resources.

Addressing Ageism Language and Imagery

A national initiative by the National Center to Reframe Aging®, encourages service providers to review all
procedures, policies, and materials developed and/or distributed by providers to revise and in some
instances remove ageist language or imagery. AZ’s State Plan (2022) will advance this initiative by
developing an anti-ageist aging network to assist in creating curricula to educate partners on how to
review and adopt anti-ageist agendas (p.22).

Goal Three Strategies: Increase Independent Aging Communities.

3 https://www.reframingaging.org
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Prevention, Abuse, and Supports

Identifying health service gaps within care coordination of the aging care systems’ chronic condition
referrals, response to fall risks, and early identification of Alzheimer’s symptoms is a strategy the plan
hopes will promote successful aging measures across the state. There is also mention of strengthening and
targeting service delivery, by investing in socialization programming, online service integration, and
virtual home visits to address quality of life disparities among older adults living independently (p.23).

There is also an emphasis on engaging community collaborators in designing trauma-informed evidence-
based toolkits and trainings for caregivers, to address abuse and neglect (p. 24). In addition to trauma-
informed interventions, the plan will address LGBTQIA+ complications with care access and commit to
distributing information about systemic barriers for marginalized aging adults in Arizona (p. 25).

Goal Four Strategies: Prioritize Developing a Professional Workforce.
Improve Aging Care Workforce

AZ’s State Plan’s (2022) goal of developing a well-trained informal, paraprofessional, and professional
workforce addresses four workforce issues: appropriate pay, turnover, and support for caregivers (p. 26).
The plan will address these concerns by utilizing evidence-based interventions to inform the community
of direct care worker needs, train informal caregivers, provide training and educational resources, and
address the respite volunteer shortage by developing an apprenticeship program (p. 27).

Goal Five Strategies: Enhance Capacity to Develop Infrastructure.
Develop Service Infrastructure

To produce the desired outcomes of increasing the aging adult quality of life and closing the aging care
workforce gap, the plan’s final goal aims to develop a strategy to address the technological disadvantage
of underserved communities. In planning to provide technical assistance to the Area Agencies on Aging,
the goal is to address service delivery gaps by developing innovative service delivery methods targeting
rural, non-English speaking, and Native American nations (p. 27). The plan also mentions its intention to
invest in research, track outcomes in collaboration with regional partners, and analyze services, budgets,
and constraints on future data collection (p. 28).

Critique of AZ’s State Plan Goals

Although this overview was brief and condensed, we believe the major goals and objectives presented in
the AZ’s State Plan on Aging surround addressing the majority rural-based impoverished Native
American population. There is also a clear effort to allocate funds to improve services for other under-
served and marginalized communities which make up most families living below the poverty line in the
state. However, the fact that the needs assessment is from 2017 will not take into consideration state-to-
state migrations. While the plan leverages social workers and seems dedicated to building the capacity of
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direct care workers, most of the data cited in the plan were from research centers and universities outside
of Arizona.

Overall, the five goals of Arizona’s State Plan on Aging create a nexus of collaboration to improve
delivery, access, and equity of services with time spent on targeting the most in need in Arizona. While
this plan encompasses aging Arizonans comprehensively, with the recent influx of migrants from other
states, specifically the state of California, a complete picture of what aging in Arizona will look like in
2030 needs to include where people have been moving from and how the rising migration projections will
change Arizona’s priorities.

Domestic Migration Projections

Many states in the United States have been developing multisector plans on aging, “a cross-sector, state-
led strategic planning resource to help states transform their infrastructure and coordination of services for
their rapidly aging population” (Herr et al., 2023). The most notable state with the largest impact on
Arizona’s population and the one we will be reviewing in this section is California. We examined
California’s impact on Arizona’s domestic migrant aging population, the young and mid-aged adults
moving to Arizona who will most likely retire in the state. The Eller College of Management’s Forecast
Project’, collects and analyzes national and Arizona-focused economic trends (Arizona’s Economy,
2023), and reported the annual migration flow into Arizona from other states. According to their
migration flow data, there are five states which have contributed the most to the influx of domestic
migrations since 2016, California, Washington, Texas, Colorado, and Illinois (Hammond, 2022). Arizona
accepted over 64,000 Californians between 2016 and 2020, which is 6,000 more than the other four states
combined.

If this trend continues, the aging landscape in Arizona will look very different in 2030. In 2019,
California began developing its Master Plan on Aging and according to California’s Master Plan for
Aging Fact sheet, the plan's strategies aimed to prioritize advancing equity in funding, strengthening, and
launching new services for older adults, caregivers, and families living with disabilities (California
Department of Aging, 2021).

California’s Master Plan on Aging

During their first implementation of California’s Master Plan for Aging’ in January 2021, the budget
summary showed allocations to fund the Master Plan’s 132 initiatives which were nestled under 5 major
goals. The 5 major concerns which inform the goals are (1) housing for all ages & stages, (2) health
reimagined, (3) inclusion and equity, not isolation, (4) caregiving that works, and (5) affording aging.
Again, this was not an extensive review of the document, and we implore readers to access the full Master
Plan. Our brief synopsis of California’s Master Plan for Aging (CA’s Master Plan) will focus on a
summation of its goals and most recent successes in its implementation report to help inform our
recommendations for Arizona social workers.

4 https://forecast.eller.arizona.edu
> https://mpa.aging.ca.gov
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Goal One: Housing for All Ages and Stages.

Goal one plans to expand age-friendly housing and invest in affordable housing, payment relief, and
increase access to transportation. In accordance with the Second Annual MPA Progress Report (2022),
affordable housing policy advocacy initiatives resulted in the success of California’s governor signing
Assembly Bill 2483°. The bill builds the capacity for homeless older adults to expand community care
services resulting in 19 projects being created to enhance residential care services (p. 9). In addition to the
assembly bill, CA’s Master Plan reported that millions of dollars were approved to fund the Veterans
Housing and Homeless Prevention Program, which increases the affordable and supportive housing
inventory in California (p. 9).

In the Master Plan’s commitment to the gerontology workforce, a pilot program called Healthier at Home
was launched to provide grants to nonprofit organizations to expand healthcare worker capacity (p. 9).

Health Reimagined. Goal two focuses on restructuring their community-based care system by
expanding and investing in health care access, dementia screening, and care, and improving nursing
homes’ quality of care (pp. 11-14). Community-based service provision investments included adult day
services, in-home supportive services, the assisted living waiver, long-term care, community living
support, and service gap research (p. 11). The Master Plan cited further investments toward equitable
healthcare concentrating on expanding financial support and access to services for aging adults who are
undocumented, living with a disability, and those who are low-income (pp. 12-14). The final priority for
goal two, is the advancement of Alzheimer's and dementia awareness, specialized facilities, the
Ombudsman program, and public health research (p. 14).

Inclusion and Equity, not Isolation. Goal three expands technology grants to improve access to
community resources and continues to fund Adult Protective Services, Foster Grandparents, and Senior
Companion volunteer programs (p. 15). California’s governor created a State Chief Equity Officer to
advance the initiatives of improving engagement and connectivity through intergenerational programming
(p. 15). CA’s Master Plan reported expanding the broadband network, aging and disability resource
connections, and the long-term care ombudsman program, as well as providing digital services to isolated
adults were also successes of this goal (pp. 16-19).

Caregiving that Works. Goal four increases funding for the direct care, health, and human
service workforce including unpaid caregivers, mental health clinicians, and home-care aides (pp. 20-22).
The Master Plan reported the passing of caregiver policies SB 9517, which increased support for low-
wage workers, and AB 1041%, which enacted paid sick and family leave for employees. This goal
prioritized building direct care workforce capacity in California through incentivized career training and
workforce stipends to advance gerontological expansion and retention, to prevent their projected labor
shortage of 3.2 million (p. 21).

6 https://leginfo.legislature.ca.gov/faces/billNavClient.xhtmI?bill_id=202120220AB2483

7 https://leginfo.legislature.ca.gov/faces/bilINavClient.xhtml?bill_id=202120220SB951.
8 https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202120220AB1041.
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Affording Aging. Goal five prioritizes increased efforts towards homeless advocacy and
protection programs, cash assistance, nutrition and hunger, and employment (pp. 23-26). To improve
economic stability, the program CalSavers was expanded to provide employees with more opportunities
to save for retirement (p. 25). The program increased grant funding to improve nutrition programs
infrastructure, including the food assistance program, as well as the Home Safe Program, and Housing
and Disability Advocacy Program, both programs provide housing assistance to aging adults (pp. 23-26).

Critique of CA’s Master Plan. It is clear there is a massive difference between State Plans on
Aging and multisector aging plans for aging. Although our review of California’s Master Plan was less
robust than AZ’s State Plan, CA’s Master Plan tackles health, social, political, and cultural infrastructure
issues. Implementation strategies focused heavily on building and sustaining the capacity of programs and
initiatives. As well as having a clear and transparent process on accountability for stakeholders and
legislators, and the diversity of the partners and residents consulted. CA’s Master Plan seems to follow all
the federal requirements of community assessment and involvement, provides clear and precise funding
allocations, and identifies those most in need. However, the main difference is that it allows their analysis
and projections to span all ages, and its goals to challenge systems.

Review Method

A critical gerontology framework informed this analysis and comparison between the purpose and
structure of State Plans on Aging and multisector plans for aging. Best practices and processes set by their
respective governing factors were critically reviewed, led by the assumptions of critical gerontology.
Critical gerontology posits that adverse social structures (i.e. power imbalances) result in the
pervasiveness of poor physical, social, and mental health outcomes, as well as lower quality of life as one
ages (Phillipson, 2020). In analyzing how the plans differed in their goals, the life-course perspective was
used to understand how social influence on health was being mapped and addressed in the different plans.

The life-course perspective focuses on how mapping the trajectory of social causes of poor health and
quality of life informs systemic and structural solutions, with a focus on healthy old age being as much of
a goal as improving the health for current older adults (Missinne, 2015; Hertzman & Power, 2020;
Holman & Walker, 2021; Kuh et al., 2023). As this study centered projections of aging populations, in
theory, a plan for aging that included at least mid-life adults and above would provide a better
understanding of what the aging population would look like in the near future, providing both sustainable
and preventative solutions.

Protocol

The tenants of a strengths-based approach to social policy for effective practice was employed in
evaluating the Arizona State Plan on Aging and California’s Master Plan on Aging. Studying each plan’s
perspective goals/objectives, allocation distribution, service and community mapping, and structure for
delivery and sustainability of services (Chapin, 2017). Requirements, practices, and processes set by The
Older American’s Act on developing the state plan on aging and the recommendations of the Center for
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Health Care Strategies’ on developing a multisector plan for aging were reviewed to ensure validity of
development. Followed by a review of the 2023-2026 AZ State Plan on Aging and a review of CA’s
Master Plan on Aging, CA’s implementation fact sheet, and their first and second annual progress reports.

Finally, based on the purpose and required processes of each plan, their goals were analyzed and then
compared to the demographic data reported in their plans as well as trajectory population data to
determine any gaps in services, in addition to any differences in efficacy to the sustainability of
objectives. Our analysis revealed that CA’s Master Plan was an ambitious project that will evolve over
time and hopefully inform how other states like Arizona can create, execute, and sustain a similar model.
The AZ Plan on Aging showed promise in its utilization of social workers and its comprehensive map of
needs. However, given the trajectory of the diverse aging population in Arizona and the influence of the
recent migrations of Californians, our findings suggest a need to develop a multisector plan on aging for
the state of Arizona and to explore advancing the gerontology social work workforce.

A Plan of Action for Social Workers

We implore social work programs, policymakers, and stakeholders to consider this plan of action if
Arizona is committed to rising to the challenge of preparing for the influx of aging adults. This plan of
action for social workers encourages the adoption of the life-course perspective in social work education.
It also examines the physical, social, and economic human condition over time within the context of
history, individuals, and a family unit’s well-being (Abeles et al., 1980; Settersten, 2006). To advance the
gerontology social work workforce in Arizona, we recommend two strategies.

The first strategy calls for an elevation of the study of economics in social work, to prepare the workforce
to excel in policy equity and the second strategy implores the development of dual gerontology and social
work advanced degrees. The projected outcomes for these strategies framed within the life-course
perspective work to improve the direct care and aging research workforce and reimagine gerontology
social work to equip future Arizona social workers with comprehensive, multi-disciplinary, and
intergenerational skills, to serve clients from prenatal to adulthood to end-of-life care.

Strategy One: Elevate the Study of Social Economics

According to the 2016 Gerontology Graduate Training in North America report prepared by Simon Fraser
University, they list 20 master’s and 10 Ph.D. programs and of those, economics coursework is included
in 4 MS/MA degrees and 2 Ph.D. programs (Wister et al., 2016). In Austerity and Aging in the United
States: 1980 and Beyond, Estes (1982) discusses the inherent biases of aging public policies by
examining the concept of how the government was creating a division between the ‘deserving’ and
‘undeserving’ poor. The deserving poor are defined as upper- and middle-class aging adults, while the
undeserving poor were lower class (pp. 579-581). Estes proved that Medicare policies at that time were
systematically discriminating against aging adults based on their lifetime income earnings, showing that
lower-class older adults were 50% less likely to be covered, and that middle- and upper-class older adults
received higher social security payments, and tax credits (p. 574-580).

9 https://multisectorplanforaging.org/
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This brief history of economic oppression is the basis of why the social work code of ethics encourages
social justice, service, and integrity (National Association of Social Workers [NASW], 2022, preamble.)
Arizona social work programs can redesign curricula to include an Intro to Economics in Social Policy
course for Masters of Social Work (MSW) students. An alternative could be assigning Lewis &
Widerquist’s (2001) textbook, Economics for Social Workers as a recommended reading in either
Research Methods or History of Social Work courses. In sum, an investment in economic studies allows
future Social Workers to understand the mechanics of trickle-down funding, trend reports, and age
demographics, and prepare all social workers regardless of their client population to work on state-level
strategic action workgroups for systemic change.

Strategy Two: Dual Gerontology & Social Work Degrees

Social work functions on a complicated ideology of both working within and outside unjust systems in
the hopes that we create space, elevate voices, and facilitate connections. If we are to look at the aging
journey of social workers, would we see social work values reflect back on us? Are social work students
able to age healthily into older adulthood while planning for their retirement, putting their children
through college, and caring for their adult parents? Does our profession provide the benefits necessary to
sustain their quality of life as they age?

Incorporating aging in the social work curriculum or creating specializations and certificates has
traditionally been an effective way of merging gerontology into social work education (Lowey & Miller,
1976; Johnson et al., 1992; Lowy, 2008). However, the trend towards dual degrees, multi- and inter-
professional experiential opportunities, and intergenerational learning has been rising in gerontology
education (Colon et al., 2015; Sanders et al., 2022; Xue et al., 2022). The University of Southern
California offers a dual Gerontology and Social Work advanced degree and as mentioned, since Arizona
has seen an increase in Californian migrants, it stands to reason that investing in designing multi-
professional Gerontology and Social Work dual degrees in Arizona could be a preventative measure to
service gaps as the aging population booms.

The development of these dual programs should be spear-headed by aging and social work researchers in
Arizona. If there can only be one coordinated effort institutions, organizations, students, and
interdisciplinary advocates can invest in to address the age tsunami coming our way, it is to invest in
developing social workers to become aging researchers. Sociologists have been studying the impact of the
social environment on aging adults since the early 20" century (Cox & Newtson, 1993) and social
gerontology remains the dominant method in studying all aspects of aging adult life (Phillips et al., 2010).
As social scientists, social workers have a unique position as scholars of the human psyche who study
both physical and mental well-being, and the political and cultural environment. Social workers
encompass a wide range of knowledge and skills within the sciences, arts, program development, and
funding. Additionally, the profession's major pedagogical approach is praxis-based (Brekke, 2012),
focusing on the application of theory and testing of solutions in the real world.
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This collaboration between aging research and social work could fuel a call to action statewide, to
embrace anti-oppressive legislation, analyze the underlying assumptions within gerontology practice and
research, and challenge the eligibility-centric system we must all operate in.

Further Research

Unfortunately, many professional disciplines, like social work, sociology, education, and other social
sciences, have had difficulties enticing students into gerontology's political and academic landscape
(Moye et al., 2018). Although there are plenty of opportunities to work in direct care, aging care program
development and management, or working to change aging policy as a social worker (PHI National,
2021). Our review of AZ’s State Plan on Aging was only one of 50, further efforts should be made to
continue to dissect all 50 state plan goals, as well as any multisector plans on aging and determine if the
age demographic data lines up with more recent in-state research.

There is a need for narratives to tell the actualities of aging, the loss of work opportunities or
discrimination due to ageism, the inequitable distribution of resources, and the role discrimination and
racism play in widening the wealth gap. As well as initiatives to increase the scholarship of Black,
Indigenous, and People Of Color on the loss of generational wealth of marginalized communities,
historical oppression, and how generational poverty has affected the caregiving industry (Scales, 2021;
Lee & Mason, 2011; Employment Benefit Research Institute, 2022).

Social work is itself a complex profession that has its own identity routed in the fight to organize,
mobilize, and advocate for change. From Martin Luther King Jr.’s peaceful demonstrations for economic
equality to the recent resurgence marked by several ‘take action’ campaigns, such as the 2017 Women’s
March'® and 2022 Poor People’s Campaign''. In Arizona, social workers can get involved with Arizona’s
Master Plan, the American Society on Aging (ASA) provides a short list on their website of how to get
involved with creating a multisector plan for aging in your state (Herr et al., 2023). The ASA will also be
providing virtual education programs'? to help aging researchers and leaders begin the planning process.

These movements call for a redefining of the social work profession. To that end, an investment in
gerontology social work could provide the perfect opportunity for Arizona to mobilize and finally take
steps toward all of Arizona aging better.
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Abstract
Health and human services organizations play an important role in addressing the needs and enhancing
the well-being of the Latino/a community in the U.S. The purpose of this study is to examine the pre-
pandemic healthcare barriers faced by Latino/a adults living in two Georgia counties. Using qualitative
data garnered through focus groups with eight participants, two primary themes of barriers to
understanding, seeking, and accessing healthcare were identified, each with three subthemes. The first
theme, individual barriers, includes prioritizing others over one’s health, limited mental health awareness,
and immigration-related fears. The second theme, organizational barriers, encompasses negative
interactions with professionals, inadequate services offered, and restricted entry and affordability. These
findings, along with participants’ narratives, highlight the challenges faced by this community and
provide implications for health and human service professionals to improve the healthcare delivery
system for Latinos/as in the endemic stage of the COVID-19 pandemic.

Keywords: Latino, Healthcare Barriers, Healthcare Access, COVID-19, Georgia

Examining Pre-Pandemic Healthcare Barriers Among Latino/a Adults in Georgia:
A Case Study in Community Public Health

The growing visibility of the Latino/a population in the United States (U.S.) underscores the importance
of understanding their health outcomes, particularly in states like Georgia, where health and human
service professionals may not be fully prepared to engage and serve this community (Chicas et al., 2023;
Held et al., 2022; Rodriguez et al., 2023). Latinos/as in Georgia face significant barriers to healthcare
access, compounded by chronic health conditions, mental health challenges, and an under-resourced
healthcare infrastructure (Chicas et al., 2023; Luque et al., 2018). The COVID-19 pandemic has further
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exacerbated these disparities. In response, the goal of this paper is to examine the healthcare barriers
faced by Latino/a adults in two Georgia counties prior to COVID-19. Through qualitative analysis of
focus group responses from Latino/a Cobb and Douglas County residents, this case study expands on
existing literature to provide a comprehensive understanding of these challenges to inform community
healthcare initiatives.

Background

The U.S. population is growing, with the Latino/a’> community being a driving force in this expansion.
Between 2010 and 2020, this population increased by 23%, contributing to more than half of the total
U.S. population growth during this period, and is expected to grow by nearly 119 million by 2060 (Pew
Research Center, 2022; U.S. Census Bureau, 2020). The growing visibility of the Latino/a community in
the U.S. underscores the importance of understanding their health outcomes. According to a national
health interview survey conducted by the National Center for Health Statistics (2023), 15.4% of Latino/a
adults report fair or poor health status, compared to 13.2% of non-Latino/a adults, and there has been a
1.9% decrease in the proportion of Latinos/as reporting fair or poor health since 2019. Furthermore, the
life expectancy of Latinos/as decreased from 81.9 years in 2019 to 77.7 years in 2021 (Arias et al., 2022).

Understanding these demographic and health trends is crucial for exploring the healthcare issues that
impact the Latino/a community. Latinos/as are often at high risk of cardiovascular diseases such as
coronary heart disease, and they experience high rates of obesity, hypertension, and diabetes (Brown et
al., 2018; Qi et al., 2017). Additionally, there is a high prevalence of sexually transmitted infections
(STIs) among Latinos/as, with 27% of those with the human immunodeficiency virus (HIV) being
Latino/a (CDC, 2020). Those who migrate to the U.S. are at an even higher risk of contracting HIV and
other STIs (Hasstedt et al., 2018; Lamson et al., 2020). Latinos/as also experience high rates of anxiety,
depression, and posttraumatic stress (Chang & Biegel, 2018; Wassertheil-Smoller et al., 2014). Latino/a
immigrants, for example, face an increased risk of developing health issues, including higher rates of
certain chronic and mental health conditions, as well as sexual and reproductive health-related issues
among women (Gonzalez & Benuto, 2022; Garcini et al., 2017).

Healthcare barriers prior to, during, and after COVID-19

Addressing the risks of developing health-related issues within the Latino/a population is challenging due
to disparities in access to quality care. A significant barrier is the lack of health coverage, with Latino/a
adults in the U.S. having the highest uninsured rate among racial/ethnic groups (De Jesus & Xiao, 2013;
UCLA Latino Policy and Politics Institute, 2022). The absence of health coverage often results in high
out-of-pocket costs, which many Latinos/as avoid due to low income levels and other financial
responsibilities (Alcala et al., 2017). Individuals who manage to access healthcare still report difficulties
navigating the U.S. healthcare system, particularly in locating the appropriate resources (Held et al., 2022;
Valenzuela-Araujo et al., 2021). Language barriers also play a critical role, as Spanish is the primary or

13 We recognize that ethno-racial terms such as Hispanic and Latino are often used interchangeably. Although
several government agencies cited in this paper use Hispanic, for the purposes of this paper, we use the term
Latino/a, to reflect the diversity of this community and for ease of reading.
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preferred language for many Latinos/as, and the lack of bilingual providers or interpreter services hinders
effective communication (Luque et al., 2018; De Jesus & Xiao, 2013). Cultural aspects significantly
influence health-seeking behaviors, including values that emphasize the family unit as a form of informal
support, the importance of warm and trusting relationships with healthcare and human service
professionals, and attitudes such as stigma towards certain health problems (Chang & Biegel, 2018;
Torres et al., 2017).

Challenges intensify for Latino/a immigrants, yet the experiences of Latino/a immigrants vary depending
on documentation status (Parmet et al., 2017; Soto Mas & Jacobson, 2019; Velasco-Mondragon et al.,
2016). For example, undocumented Latino/a immigrants are excluded from specific healthcare benefits
through the Affordable Care Act (Alcala et al., 2017; Hasstedt et al., 2018). While discrimination towards
documented Latino/a immigrants is not uncommon, there are increased levels of discrimination among
undocumented Latino/a immigrants, which contributes to their low healthcare utilization (Luque et al.,
2018; Topmiller et al., 2019). A heightened fear of deportation is another contributing factor to the low
healthcare utilization of undocumented and some documented Latino/a immigrants (Held et al., 2022;
Soto Mas & Jacobson, 2019). For example, those with temporary worker status are at risk of deportation
if they become unemployed or their visa expires (American Immigration Council, 2021). Documented
Latinos/as, including Puerto Ricans who are U.S. citizens, often experience similar language barriers,
stigma, and lack of culturally responsive care as do undocumented Latinos/as. Consequently, Latinos/as
who are undocumented immigrants to U.S. citizens experience added challenges which hinder their
healthcare utilization (Burgos et al., 2017). These barriers contribute to Latinos/as’ reliance on safety-net
providers, such as community-based health centers (Ortega et al., 2018; Topmiller et al., 2017), which
have likely experienced increased demand due to the exacerbation of healthcare disparities during the
COVID-19 pandemic (Valeriani et al., 2022).

During the COVID-19 pandemic, Latinos/as accounted for over one-third of COVID-19 cases and related
deaths in the U.S. (CDC, 2023). These individuals faced higher rates of infections, hospitalizations, and
fatalities compared to their white counterparts, due to factors such as living in multifamily households,
working in unprotected in-person jobs, or residing in congregated living environments (Ornelas et al.,
2021; Macias Gil et al., 2020). Latino/a immigrants encountered additional challenges, including
restricted treatment options under 2020 policies like the Coronavirus Aid, Relief, and Economic Security
(CARES) Act and the Families First Coronavirus Response Act, and exclusion from economic relief from
the 2020 CARES Act (Hill et al., 2021; National Immigration Law Center, 2020). The COVID-19
pandemic also significantly impacted Latinos/as mental health (Bucay-Harari et al., 2020; Held et al.,
2022; Ornelas et al., 2021), as one national survey found over 60% of these adults reported having
suicidal ideation, anxiety, or depression, increased substance use, and/or COVID-19 stressor-related
symptoms in 2020 (Czeisler et al., 2021).

Since May of 2023, the COVID-19 pandemic transitioned to an endemic stage and is no longer classified
as a public health emergency (CDC, 2023). Although COVID-19-related mortality rates among Latinos/as
in the U.S. have declined, this demographic continues to account for a disproportionate number of
COVID-19 cases in the U.S. (Majano et al., 2023). Importantly, the prevalence of long-term COVID-19
symptoms, or “long COVID,” remains highest among the Latino/a community (CDC, 2022; Majano et
al., 2023). A national survey found that over one-third of Latinos/as reported depleting their savings due
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to healthcare costs and lost wages resulting from long-term COVID-19 symptoms (BSP Research, 2022).
While the long-term consequences of the COVID-19 pandemic are still being investigated, it is crucial to
examine the barriers affecting the Latino/a community in the Southeastern U.S., where political incivility
towards Latino/as if often prevalent (Held et al., 2022; Luque et al., 2018; Sage et al., 2018).

Healthcare barriers in Georgia

In 2020, the Latino/a population in Georgia compromised 10% of the state’s population, making them the
third-largest racial and ethnic group in the state (U.S. Census Bureau, 2021). The largest Latino/a heritage
group in Georgia is the Mexican community at 57%, followed by Puerto Rico (10%), Guatemalans (6%),
Salvadorans (5%), and South Americans (8%) (Chicas et al., 2023). Approximately 28% of Latino/a
adults in Georgia live in low-income conditions, compared to 26% of Latino/a adults in the U.S., and they
are most likely to be uninsured (Chicas et al., 2023; UCLA Latino Policy and Politics Institute, 2022).
With Spanish being historically one of the most widely spoken non-English languages in Georgia,
following English and Korean in prominence (Rodriguez et al., 2023), Latino/a adults face additional
challenges due to the state’s minimal regulations—only three—ensuring the provision of language
assistance services, the lowest of all U.S. states (Chicas et al., 2023). Georgia also ranks 44™ in healthcare
access and 49™ for mental health service availability in the country, a concerning issue given Latino/a
adults were disproportionately affected by COVID-19 and at higher risk of hospitalization (Lobelo et al.,
2021) and report a significant increase in mental health distress, notably in response to immigration,
acculturation, and a lack of access to care (Chicas et al., 2023; Held et al., 2022).

A report by the Latino Community Fund on the health status of Latinos/as (n=500) (Chicas et al., 2023)
found over half of Latino/a adults postpone their medical care. Many of these individuals reported
mistrust towards healthcare organizations and larger entities, significant discouragement from negative
experiences within healthcare settings, and a lack of knowledge about where to seek healthcare services in
their area. For Latino/a immigrants, who constitute approximately 25% of the Latino/a population in
Georgia, barriers to healthcare access are even more pronounced (Chicas et al., 2023; Held et al., 2022).
State policies have not only heightened the fear of deportation among undocumented Latino/a immigrants
but also restricted these individuals from obtaining health insurance and a driver’s license (Held et al.,
2022; Luque et al., 2018; Rodriguez et al., 2023).

A case study in two Georgia counties

In response to changing demographics and the increased urgency to care for the Latino/a community in
Georgia and the U.S. overall, Cobb and Douglas counties commissioned a study to examine the
community’s healthcare needs. This study included a community health assessment conducted by the
Cobb and Douglas Public Health Department in 2016.

Cobb and Douglas counties are approximately 20 miles north of Atlanta, a major metropolitan area. Cobb
County is the third-largest county in Georgia with a population of 766,802 in 2021, of which 13.7% are
Latinos/as. The neighboring Douglas County has a smaller population of approximately 145,814 persons,
with Latinos/as constituting 10.2% of the population. Between 2016 to 2020, the Latino/a population in
Cobb County increased by 6.04%, while Douglas County experienced a 16.5% increase (CDPH, 2022).
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Given these demographic trends, Cobb and Douglas counties provide an ideal setting to study the
healthcare barriers of Latino/a residents.

The purpose of this paper is to explore the pre-pandemic healthcare barriers faced by Latino/a adults in
two Georgia counties. By utilizing these counties as a case study, we examine findings and draw
implications for community health and human services professionals in addressing the needs of this
population, including women and undocumented Latinos/as. Although the case study was conducted prior
to the COVID-19 pandemic, the insights gained from understanding the general healthcare barriers
experienced by Latino/a adults in these counties are valuable for expanding population health efforts
during the endemic stage of COVID-19.

Methodology

To gain emic perspectives about Latinos/as’ experiences and challenges related to their healthcare, a
qualitative study was conducted using two focus groups, one in Cobb county and one in Douglas county.
The qualitative research design employed thematic analysis to code, analyze, and report the findings.
Prior to data collection, the research team obtained approval from Kennesaw State University’s
Institutional Review Board and established a cooperative agreement with the Cobb and Douglas County
Public Health Department. Purposeful sampling was used to recruit participants for the study, specifically
targeting individuals who experience the phenomenon under investigation, such as aging individuals in
the community (Creswell & Plano Clark, 2017). The focus group participants were recruited through
flyers distributed at the corresponding county’s public health services facilities by Cobb and Douglas
Public Health (CDPH) administrative and direct service units. On the day of the focus group, public
health staff also helped recruit patients and clients already present at the facilities.

The research team comprised members from diverse backgrounds, each bringing unique perspectives to
the data collection process. The team included research experts in geriatric nursing, clinical practice,
nonprofit administration, and social work. Two researchers are experts in qualitative research, another is a
practitioner in the field. One researcher is a native Spanish speaker.

The focus groups utilized a semi-structured interview format, with questions designed to elicit
information on key issues related to healthcare access, services, and treatment. Open-ended questions
allowed participants to respond based on their own experiences or observations. Sample questions
included:

e What does a “healthy lifestyle” or “being healthy”” mean to you?

e How do you take care of yourself?

e Tell me about how you gain information about how to stay healthy in the community?

e Tell me about health services available to you in the community?

e Focusing on specific health issues, describe the biggest health problems in your community?

Each focus group lasted about two hours and was audio-recorded. The sessions were conducted primarily
in Spanish to facilitate ease of communication for participants. To ensure participant confidentiality,
consent letters were read aloud to participants prior before the focus groups began, and all personal
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identifiers were removed from the transcripts. An external third party, fluent in both Spanish and English,
transcribed and translated the audiotapes. Participants received a $25 gift certificate as compensation for
their participation.

Thematic analysis was employed to code and categorize the data, identifying themes related to
participants’ experiences (Braun & Clarke, 2006). Each researcher independently reviewed the transcripts
to become familiar with the data. Any questions or concerns about transcript accuracy were resolved by
comparing the transcripts with the audio recordings. Researchers then collaborated to identify initial
codes within the transcripts. Explicit data excerpts were underlined and color-coded to facilitate
comprehension, ensuring context was retained by leaving surrounding data intact. Efforts were made to
retain context by leaving the surrounding data for each code intact. This manual coding process enhanced
inter-rater reliability and provided undergraduate researchers with hands-on experience before using
software programs for qualitative analysis in advanced coursework.

The researchers then sorted codes across all the datasets to identify major themes exhibiting clear and
concise patterns, merging similar themes as necessary (Braun & Clarke, 2006). Codes and themes
irrelevant to the purpose of the study were discarded. At the end of the analysis, two main themes were
identified regarding healthcare barriers of the Latino/as in these two counties: individual barriers and
organizational barriers.

Findings

A total of eight participants took part in the focus groups for this study, with all but one identifying as
female. The participants’ ages ranged from 20 to 45 years. The marital status of the group included three
married individuals, three single, one divorced, and one widow. Annual household incomes ranged from
$25,000 and $100,000. All participants identified as Hispanic or Latino/a, with five from Mexico, two
from Puerto Rico, and one from Colombia. All participants identified as immigrants, with five reporting
undocumented status, two having legal permanent status or naturalized U.S. citizenship, and one having
political asylum.

During the analysis of the focus group data, we explored the participants’ narratives to gain insight into
the healthcare barriers they encounter, which profoundly impact their overall well-being. Consequently,
two central themes emerged: 1) individual barriers, referring to personal beliefs, attitudes, and
perceptions—often cultural in context—that influence their healthcare-seeking behaviors and
understanding, and 2) organizational barriers, pertaining to issues within the healthcare delivery system
that impact access and utilization of services. Several subthemes for each main theme were identified to
illustrate their interconnectedness. Furthermore, the incorporation of data from the 2021- 2022
Community Health Assessment Technical Report for Cobb and Douglas counties (2022) adds particular
relevance, given it is inclusive of focus group responses.

Individual barriers

© 2024 Perspectives on Social Work



Galvez & Rodriguez, HEALTHCARE BARRIERS AMONG LATINO/A ADULTS 46

Findings within this theme underscore the beliefs, attitudes, and perceptions that shape how participants
navigate their health and health related concerns, which may be influenced by cultural factors. The
following subthemes emerged, reflecting how participants navigate and understand health: prioritizing
others over one’s health, limited mental health awareness, and immigration-related fears.

Prioritizing others over one’s health

Family-centered beliefs and attitudes emerged as significant factors, with participants emphasizing their
children’s well-being over their own health needs. One participant this sentiment even though children
“don’t have problems, only the parents do.” Another participant admitted to neglecting their personal
health due to hard work to provide for the family, stating they “work so hard to provide but nothing to
keep us [ourselves] alive.” Acknowledging the importance of parental health, a participant highlighted,
“The parents are always sick... and it’s important if the parents had health too so they can take care of
their kids.” Physical activities that include family or other Latinos, such as soccer, were suggested to
promote health to “build confidence and community.”

These findings align with the 2021-2022 Community Health Assessment Technical Report for Cobb and
Douglas Counties, which highlights high rates of emergency room visits related to diabetes, hypertension,
and cerebrovascular diseases as leading causes of death for Latinos/as (CDPH, 2022). The report also
underscores suboptimal service utilization by Latinos/as in these counties (CDPH, 2022).

Limited mental health awareness

Participants discussed their perceptions of mental health issues, which are of particular concern given the
decline in mental health within Latino/a and immigrant communities across Georgia (CDPH, 2022). One
participant shared mixed feelings about understanding and coping with depression, stating:

Like me personally, I don’t like to talk about the depression stuff like that just because I don’t
know how to speak about it, and I don’t really know what it is. It’s just a mood that comes
along... it is an underrated type of subject that a lot of people probably have but don’t really
know about, don’t want to talk about it because they don’t know how to.

Limited understanding of suicide was also acknowledged, with concerns about high suicide rates among
Latinos/as in Cobb County from 2016 through 2020 (CDPH, 2022). One participant noted:

There are a lot of people who say “Oh this person committed suicide” but there are a lot of people
that have problems and don’t have anyone to talk to, such as their family or friends don’t realize
what causes them to feel that way.

Mental health has declined for Latino/a and immigrant communities, particularly in Cobb County (CDPH,
2022). While Cobb County has a higher access rate of mental health providers compared to Douglas
County, the availability of bilingual providers remains limited in both regions (CDPH, 2022). This
scarcity of linguistically accessible services can exacerbate the mental health challenges faced by these
communities.
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Immigration-related fears

Participants with undocumented status expressed fears of being reported, detained, or deported. One
participant shared she “constantly has a headache because of the constant fear” and “doesn’t want her or
her children to live with that fear.” Another participant noted that “parents feel they transmit this fear to
their children”, elaborating:

And then those things, all those things are from the country, because sometimes Hispanic moms,
because well, I know many Hispanics, we are afraid and we live with fear, right, that we are
illegal and the children too, for the rest we pass them that fear of children and we say better to
close the door because we do not know if immigration is going to come and that as it is causing
stress and depression.

While the community health assessment report does not identify how many Latinos/as in Cobb and
Douglas counties are immigrants or undocumented, the percentage of foreign-born individuals in Cobb
County was greater than that in Georgia and the U.S. from 2016 through 2020, while it was lower in
Douglas County (CDPH, 2022). Moreover, while over 45% of foreign-born individuals are naturalized
U.S. citizens in both counties, those who were undocumented were reported to have worse healthcare
outcomes (CDPH, 2022).

Organizational barriers

Findings within this second major theme discuss challenges within the healthcare delivery system that
influence the seeking and accessing of services. The following subthemes emerged, illustrating how
organizational barriers impact participants’ access to healthcare: negative interactions with professionals,
services offered, and restricted entry and affordability.

Negative interactions with professionals

Participants revealed a preference for community-based clinics that offer support for Latino/as, yet
acknowledged obstacles within these settings. These obstacles include negative interactions with
healthcare professionals, with one participant stating, “They tend to refer me to a collar number, and no
one attends to me so I’m not able to get her [child] needs met.” Another participant shared that upon
disclosing one’s Latino/a identity, professionals “don’t give her a chance to express herself as soon as
they see who she is, they tell her there’s no need for her to explain or there’s no need for her to receive
services here.” Unresponsiveness from professionals was further highlighted by one participant:

The problem is that, as I told you, I have come to seek help but they tell me ‘call this number’
they give me a little card and I call and they have never answered me and here it is very difficult
to be able to get help... they tell me “a card and you call” and there they will make an
appointment to see what day and then they have never answered me and I have not even had the
appointment and when I have managed to get an appointment they give it to me for about three
months later while I can’t stand the pain anymore.
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Negative interactions with professionals were evident among those able to secure services. One
participant described financial exploitation from a healthcare professional:

Like she said, when you went to a Hispanic clinic, even though you’re Hispanic, they’ll try to
bother you. I’ve seen it. My parents have gone to a Hispanic clinic. “Oh, pay me $500, I’ll run a
test and tell you what’s wrong with you and give you medication.”

Limited communication from professionals was another issue. One participant expressed frustration that
“no one is taking the time to explain what is happening or what you are going through.” Another
participant suggested access to materials that “let people know what to do, what they can help them
prevent, prevent anything more to help them maintain good health.”

These findings underscore the importance of healthcare professionals, as emphasized by the 2021-2022
Community Health Assessment Technical Report for Cobb and Douglas counties (2022). The report
highlights a potential lack of awareness among professionals concerning race and health disparities in
both counties. Additionally, the report identifies challenges in fostering a welcoming healthcare
environment for Latinos/as in Cobb County. Participant responses shed light on the significant role
healthcare professionals play in shaping individuals’ experiences within the healthcare system.

Services offered

Participants identified additional organizational barriers, such as clinic operating hours. While Cobb
County reports increased access to healthcare than Douglas County (CDPH, 2022), one participant
mentioned waiting “several hours” to see a healthcare professional. One participant noted, “If you’re sick
in the middle of the night, you don’t have an option.” Navigating healthcare services within clinics was
another challenge, as another participant expressed a lack of awareness of available services despite
“being a patient for years.”

Participants also pointed to a lack of essential specialized services. One participant expressed a need for
chiropractic care, stating, “Many Hispanics work like I do, heavy work and load, and I know that many
have a crooked back.” Another participant, a parent of six children, mentioned difficulties in accessing
family planning services, noting, “There are other women that [ know have the same issue.” While the
community health assessment did not specifically address labor-related pain, high rates of pregnancy and
births with late or no prenatal care among Latinos/as in Cobb and Douglas counties were reported
(CDPH, 2022).

Language barriers were also a significant concern. One participant recommended clinics “get more
Spanish-speaking people to work in the field to tell patients what’s wrong, what hurts, or what help they
need.” Another participant suggested health-related documents to be available in Spanish as “it’s
challenging when it’s in a different language but then if it’s on paper, then they can follow through better
with their care.” These responses are troubling, given the high language barriers in Cobb County and
insufficient bilingual and bicultural health and social services professionals in both counties (CDPH,
2022).
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Restricted entry and affordability

Participants also reported restricted access to healthcare, particularly among those with undocumented
status. One participant noted, “If you don’t have the documents, you’re probably on the back of the list.”
Another participant emphasized the financial burden that impedes those who are undocumented,
“especially if you don’t have a certain insurance or care coverage.” Lack of healthcare coverage was
highlighted as a significant obstacle, with one participant stating they “pay more when they go to the
hospital than someone who is insured.” These findings are notable as Latino/a residents in Cobb and
Douglas counties were more likely to be uninsured than any other racial or ethnic group from 2016-2020,
with rates of 31.8% in Cobb County and 32.4% in Douglas County, as opposed to 31.2% of the Latino/a
population in Georgia (CDPH, 2022). These findings underscore the significant impact of healthcare
access barriers on the overall well-being of this population.

Discussion

This study aims to explore the healthcare barriers faced by Latino/a residents in two Georgia counties
prior to the COVID-19 pandemic. The focus groups revealed themes of individual and organizational
barriers that hinder their ability to seek and access healthcare services. Several subthemes emerged,
highlighting specific obstacles that impede this population from achieving health-related quality of life.
Health-related quality of life, a multidimensional perspective on health status going beyond functional
ability, is vital to addressing the evolving healthcare needs of the rising Latino/a population (Garcini et
al., 2018).

Existing literature highlights that beliefs, attitudes, and perceptions among Latinos/as can create barriers
to seeking healthcare (Massengale et al., 2016; Torres et al., 2017). In this study, participants prioritized
the health of their family members, often neglecting their own in the process. This behavior is particularly
evident in Latino/a caregivers (Bishop et al., 2021; Torres et al., 2017; Zolnikov et al., 2023). Despite this
tendency, family has been observed to play an influential role in health-seeking behaviors, as caregivers
will prioritize their health to ensure they can continue to support their family (London et al., 2014;
Scarcini et al., 2012).

This study also shed light on the stigma surrounding mental health issues among participants,
emphasizing the need for greater understanding and awareness. Mental health stigma can lead to
underreporting and internalization of mental health-related problems, such as anxiety, depression, or
posttraumatic stress within the Latino/a community (Gonzalez & Benuto, 2022; Torres et al., 2017,
Zolnikov et al., 2023). Brewer and colleagues (2022) also found that suicide-related stigma poses risks of
worsening health outcomes and higher levels of this stigma among Latinos/as with children. Participants
with undocumented status in this study indicated that the fear of deportation impacts their overall health,
which is consistent with existing literature on the detrimental effects of immigration-related fears and
discrimination on the well-being of these Latinos/as (Held et al., 2022; Luque et al., 2018).

Specific issues within the healthcare delivery system can hinder the provision of care (Ortega et al., 2018;
Topmiller et al., 2017). Negative interactions with healthcare professionals were prevalent among
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participants, which can erode trust and satisfaction with healthcare services among Latino/a patients
(Derr, 2016; Valenzuela-Araujo et al., 2021). Latinos/as often struggle to communicate effectively with
healthcare professionals and have a limited understanding of what their healthcare visit entails, leading to
misunderstandings and potential health misdiagnoses (Soto Mas & Jacobsen, 2019; Steinberg et al.,
2016). Language barriers can further exacerbate this issue (De Jesus & Xio, 2013; Derr, 2016; Luque et
al., 2018; Steinberg et al., 2016).

Participants in this study expressed concerns regarding the structures and policies related to healthcare
clinics, including limited operable hours, long wait times, and minimal specialized services. The
constrained capacity of these clinics to accommodate Latinos/as may prompt alternative options for
healthcare, such as hospital emergency rooms, which can lead to financial burden (Johannessen &
Alexandersen, 2018; Velasco-Mondragon et al., 2016). Financial burdens related to healthcare are greater
for Latinos/as who are undocumented or uninsured (Cabral & Cuevas, 2020; Hill et al., 2021; Ortega et
al., 2018), as shared by participants in this study. Delaying or forgoing necessary medical care can follow,
leading to negative health outcomes in this community (De Jesus & Xio, 2013, Parmet et al., 2017).

Limitations

As a qualitative case study, findings are highly context-specific, reflecting the unique conditions of the
two Georgia counties and the experiences of the Latino/a community in these counties. While this study
has valuable findings, it is essential to acknowledge its limitations.

Focus group questions were primarily asked in Spanish to accommodate participants’ language
preferences. The responses were transcribed in their original language and then translated into English by
a Spanish-speaking research team member. This process may have influenced the accuracy of coding and
analysis, as subtle nuances and context-specific meanings inherent in the original language could have
been lost or altered during translation.

Not only did this study have a limited number of participants, but seven out of the eight participants from
the focus groups were women. While Latinas, particularly those who are caregivers, are known to
participate in efforts that address potential impacts on the family unit more than Latinos (London et al.,
2014), the lack of male participants in this study limits insights into how this group navigates healthcare
in the U.S. The age span of participants also ranged from 20-45 years, limiting the experiences of older
and aging Latinos/as, who are at higher risk of developing chronic health conditions, have higher levels of
mental health and suicide-related stigma, and face greater barriers to accessing healthcare (Brewer et al.,
2022; Perez & Fleury, 2018). This study did not inquire about participants’ education level, occupation,
or current health status, which can be crucial factors for understanding the barriers faced by Latinos/as
with limited reading or writing proficiency, engaged in hard-labor jobs, and coping with specific health
conditions.

Since the focus groups for this study were conducted in 2018, findings do not capture the impact of
COVID-19 and other significant events on the Latino/a community, which have substantially influenced
the challenges faced in seeking or accessing healthcare (Held et al., 2022; Lobelo et al., 2021; Ornelas et
al., 2021). Additionally, this study identified a subtheme of immigration-related fears as a common barrier
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to healthcare among Latinos/as in these two Georgia counties. Although all participants self-identified as
immigrants, two out of the eight participants are Puerto Rican, who are U.S. citizens and thus not
traditional immigrants (Burgos et al., 2017). In addition, one participant from Colombia has political
asylum in the U.S., which generally protects recipients from deportation (Torres, 2018). This variation in
immigration status among participants may have influenced the findings of this study, as the experiences
and barriers faced by documented and undocumented Latino/a immigrants can differ significantly.

Future research should be conducted in diverse geographical contexts, encompassing both rural and urban
settings situated beyond traditional settlement areas, involving Latinos/as from diverse backgrounds,
including South Americans, who have an increasing presence in the U.S. immigration system (Montalvo
& Batalova, 2024). Moreover, there is a need for a more homogenous sample regarding immigration
status is needed to better understand the specific barriers by documented and undocumented Latino/a
immigrants. Consideration of socio-demographic factors such as education level, occupation, and health
status can provide crucial descriptive insights into the barriers Latinos/as experience. Conducting multiple
focus groups across varied settings, including follow-up sessions with the same participants since
significant events have occurred since the initial focus group, would be ideal to explore additional
healthcare barriers, their impacts, and the community’s needs pertaining to preventative health, necessary
resources and support, and health education.

Implications

Health and human service professionals can play a vital role in improving the quality of healthcare
(Valeriani et al., 2022; Velasco-Mondragon et al., 2016). Findings from this study hold significant
implications for these professionals as they seek to address the healthcare barriers among Latinos/as.
Approaching interventions through a culturally informed lens can build trust and foster a sense of safety,
particularly for undocumented Latino/a immigrants (Bucay-Harari et al., 2020; Held et al., 2022).
Professionals should engage in cultural humility, sensitivity, and responsiveness training to mitigate
potential biases, understand cultural beliefs and practices, and effectively respond to cultural differences.
Participants in this study recommended increasing bilingual and bicultural staff, offering health-related
information in Spanish to support Latino/as, and enhancing interpreter services and scheduling practices
to better meet Latinos/as’ healthcare needs. Despite challenges in staffing bilingual and/or bicultural
workers, professionals should augment the workforce with community healthcare workers to improve
outreach and engagement due to their shared experiences with the community. These workers also serve
as crucial liaisons between health or social services and the community, facilitating access to necessary
resources that healthcare settings may not offer (Brown et al., 2018; Cabral & Cuevas, 2020; Topmiller et
al., 2018). Additionally, participants recommended health-promoting activities involving their families or
communities. Professionals should explore community-based programs that provide group health
education sessions or community health fairs to foster a sense of belonging and a collective responsibility
for health among the Latino/a community.

In the endemic stage of COVID-19, the public and community health systems continue to grapple with
challenges exacerbated by the pandemic, particularly regarding access inequities for underserved

communities (Valeriani et al., 2022). Although focus groups for this study did not take place during the
COVID-19 pandemic, recent data (CDPH, 2022) revealed that COVID-19 case rates and unvaccinated

© 2024 Perspectives on Social Work



Galvez & Rodriguez, HEALTHCARE BARRIERS AMONG LATINO/A ADULTS 52

rates remain consistently higher among Latinos/as compared to non-Latinos/as in Cobb and Douglas
counties. Special attention is necessary for undocumented and uninsured individuals, who frequently
encounter challenges accessing telehealth services, culturally sensitive and responsive care, and economic
relief from policy efforts, as evidenced during the peak of COVID-19 (Held et al., 2022; Hill et al., 2021;
Ormnelas et al., 2021). Professionals should address the macro- and micro-level factors hindering the health
and healthcare of Latinos/as and other underserved communities by providing a range of social resources,
fostering informal networks, educating them about their rights, and advocating for their inclusion in
health policy responses. Implementation of these measures has the potential to mitigate exacerbated
health disparities during the ongoing pandemic and future disruptive events affecting one’s health.

Conclusion

Insight into the healthcare barriers of the Latino/a community participants in two Georgia counties was
gained through focus groups, revealing challenges in understanding, seeking, and accessing healthcare.
Prioritization of family health as well as limited mental health awareness and fear of deportation are
barriers at the individual level. At the organizational level, identified barriers include negative interactions
with healthcare professionals, limited support and services, and financial constraints resulting from
undocumented and uninsured status. Despite these challenges, participants emphasized the importance of
their health and suggested addressing language barriers, promoting family inclusivity, and enhancing
specialty healthcare services to reduce access barriers.

To effectively address these healthcare barriers, collaboration between health and human service
professionals and the Latino/a community is crucial. Culturally-informed initiatives within healthcare
systems should provide vital health information in preferred languages, address common health issues
specific to the community, emphasize community and family involvement, and offer effective stress
management techniques. Furthermore, forging partnerships with local agencies that serve Latino/a and
immigrant communities is essential for improving resource distribution among this population.

While the COVID-19 pandemic no longer holds the status of a public health emergency, the
implementation of these initiatives remains essential to effectively respond to and support Latinos/as in
future global disruptions. Addressing and closing the health gap for Latinos/as, including for those
identifying as documented or undocumented immigrants, offers the potential to tackle the exacerbated
health inequalities that surfaced during the pandemic’s disproportionate impact on this community. These
efforts represent a critical step towards confronting systemic factors contributing to the health disparities
among Latinos/as, with broader implications for dismantling the root causes of health inequities across all
underserved populations.
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Abstract

Down syndrome is a common intellectual disability occurring in about 1 in every 700 live births. Much is
known about challenges faced by these individuals, including how functioning, health condition, and
participation-levels may affect quality of life. However, less is known about post-high school graduation
activities and functionality and how they stand to improve quality of life for these individuals. This article
highlights some information currently known about the population of persons with Down Syndrome,
post-high school graduation activities, functionality, their perceptions of quality of life, and how their
diagnoses and other factors contribute towards their quality of life. The International Classification of
Functioning Disability and Health (ICF) framework will be utilized to understand the domains informing
an individual’s life and contributing to their overall quality of life. This article concludes with critiques of
the International Classification of Functioning, Disability and Health framework and offers
recommendations for future research, policy, and practice to approach this topic from a biopsychosocial
point of view utilizing the disability justice framework. This article also recommends gaining perspectives
from persons with Down Syndrome while focusing on including in community activities, quality
transition programs, diverse post-high school graduation options, and adequate accommodations to
increase participation in adult life and possibly enhance functionality and quality of life.

Keywords: Down Syndrome, ICF Framework, Quality of Life, Post-high school graduation Activities,
Disability justice framework

Employment and Quality of Life in Young Adults with Down Syndrome

Since the transformational legislation emerging from the disability rights movement over 50 years ago,
much attention has been paid to the effects of post-high school graduation activities, or lack thereof, on
the quality of life (QOL) of persons with disabilities. Similarly, much is known about the challenges
faced by persons with Down Syndrome (PwDS), including the effects that functioning, health condition,
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and participation-levels may have on their QOL. However, less is known about how post-high school
graduation activities and functionality stand to improve overall QOL for PwDS. The goal of this article is
to highlight what is currently known about PwDS, their perceptions relating to QOL, and how
functionality, limitations, and skills contribute toward QOL. Drawing upon existing conceptualization of
disability (i.e., International Classification of Functioning, Disability and Health (ICF) framework),
employment, and other post-high school activities, this article will offer recommendations for future
research aimed toward better understanding and improving self-reported QOL among PwDS (WHO,
2001).

When examining post-high school graduation programs and PwDS, functionality is important.
Functionality, or the ability to complete certain tasks, would play a large role in employment or post-high
school graduation day activities (Foley et al., 2012). The post-high school graduation program can also
determine how functionality may be improved through training, higher education, or employment
opportunities (Foley et al., 2012; Foley et al., 2013). If an individual’s functionality level is too low, they
may not be able to gain employment, which would then further affect their QOL (Foley et al., 2012;
Martins, 2015). To test and analyze functionality, the International Classification of Functioning,
Disability and Health (ICF) Framework is used to conceptualize, classify, and measure health outcomes,
health domains, and health state or status (Dyke et al., 2013; Foley at al., 2011; Foley et al., 2012;
Mcdougall et al., 2010). This framework, created by the World Health Organization (WHO), helps
recognize interactions between functioning and disability as well as contextual factors, like employment,
that influence the lives of PwDS and will be discussed in more detail and critiqued later on in the article
(2011; Foley et al., 2013; Scott et al., 2014).

Literature Review

Down syndrome (DS) is the most common intellectual disability influenced by maternal age occurs when
an individual has 47 chromosomes instead of 46 (Asim et al., 2015; Foley, et al., 2014; Huiracocha et al.,
2017). According to The Center for Disease Control and Prevention (CDC), DS occurs approximately 1
of every 700 live births with about 5,200 babies being born with DS every year as of 2014, and an
estimated 125,461 adults with DS currently living in the United States (CDC, 2019; de Graffe et al., 2020;
Krell et al., 2021).

Persons with DS (PwDS) experience symptoms that may cause limitations in activities of daily living,
decreased cognitive and social functioning, increased occurrence of disease and disorders, and increased
chances of comorbidities (Graves et al., 2016; Rofail et al., 2017; Scott et al., 2014). These comorbidities
can include heart defects, hematopoietic disorders, and early onset Alzheimer’s Disease along with
gastrointestinal issues, acute lymphoblastic leukemia, and high blood pressure (Asim et al., 2015; Kazemi
et al., 2016; Kumin & schoenbrodt, 2016). PwDS also experience delays in cognition, development, and
learning (CDC, 2019; Rofail et al., 2017). Difficulties presenting with DS make activities of daily
living—such as bathing, feeding, dressing, cooking, or brushing teeth—challenging to complete, which
can thwart PwDS’s participation in daily life (Krell et al., 2021; Lin et al., 2015).

Although PwDS have a higher incidence of heart defects and Alzheimer’s Disease, recent improvements
in medical care have increased life expectancy, exceeding 60 years from the previously reported life
expectancy of 12 years in the 1950s (Kumin & schoenbrodt, 2016; Tomaszewski et al., 2018). With many
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PwDS now living through their 50°s and 60’s, their adult lives, and activities that they participate in,
including employment, have become more important (Kumin & schoenbrodt, 2016). Healthcare and
service providers have adapted to aging PwDS and strive to ensure that participation in later life is
possible and accessible. This ongoing adaptation promotes inclusion and improves the QOL for PwDS as
their health and participation level in everyday life increases (Kazemi et al., 2016; Tomaszewski et al.,
2018).

Quality of Life

The term Quality of Life (QOL) can be characterized as life satisfaction or the state of living that an
individual is experiencing as perceived by that individual (Graves, 2014; Graves et al., 2016). The
concept of QOL is multidimensional and comprised of several key domains that “constitute personal
wellbeing” (Lee et al., 2020; Lee et al., 2021; Moran et al., 2022). There are many scales that measure
QOL, but review of these varied measurement strategies extends beyond this manuscript's scope. Herein,
the World Health Organization (WHO) QOL scale will be utilized (Graves et al., 2016; Lee et al., 2021;
Mitra & Shakespeare, 2019; Rofail et al., 2017; WHO; 2001; Xanthopoulos et al., 2017). The WHO QOL
scale has 8 domains related to wellbeing and support: Emotional wellbeing, physical wellbeing, material
wellbeing, personal development, self-determination, interpersonal relations, social inclusion, and rights
(Lee et al., 2021; Rofail et al., 2017; Xanthopoulos et al., 2017). Each domain covers interactions between
the individual and their personal and environmental factors (Xanthopoulos et al., 2017).

Many studies discuss well-being among PwDS, but only a few conceptualize QOL for PwDS and even
fewer directly report self-perceptions of QOL among PwDS (Moran et al., 2022; Scott et al., 2014),
instead relying upon informants’ and caregivers’ assessments of QOL among PwDS (Scott et al., 2014).
Additionally, studies assess or evaluate QOL in parents or caregivers of the PwDS, including a study
conducted by Senses Dinc et al. that focused specifically on the QOL of mothers of children with DS
(2021).

When studying QOL in PwDS, the focus is often placed on health related QOL (HRQOL) and PwDS’s
illness or disability instead of a more holistic assessment of QOL (Moran et al., 2022). However, studies
like the one conducted by Moran et al. (2022) focus on QOL beyond the specific illness and instead
assess QOL more comprehensively by taking health and other areas of individuals’ lives into
consideration. When assessing QOL, it is important to take all aspects of an individual’s life into account.
These aspects can play a large role in the scoring of different domains. For example, if social support is
being measured, scorers should examine the person and their environment, resources, and supports,
instead of narrowly examining illness or disability as a premise for scoring. Broader assessment
approaches can provide contextual insights into scores and may suggest specific recommendations to
improve QOL.

To date, studies have found that global QOL scores among PwDS are lower compared to individuals
without DS (Lee et al., 2021; Shields et al., 2018). One study measuring QOL among children with and
without DS found that PwDS had favorable QOL scores in each domain except for emotional wellbeing
(Lee et al., 2021; Moran et al., 2022). Similar studies also found higher levels of emotional wellbeing
among PwDS, alongside lower levels of physical wellbeing (Lee et al., 2020; 2021; Moréan et al., 2022;
Shields et al., 2018).
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Employment

Applying the US Bureau of Labor Statistics definition of employment, 21.3% of persons with disabilities
were employed in 2022 versus 65.4% of able-bodied individuals (BLS, 2022). Further, the unemployment
rate for persons with disabilities between 2019 and 2021 climbed from 5.1% to 10.1% and declined to
7.6% in 2022 with the impact of COVID-19 being taken into consideration between 2020 and 2021 (BLS,
2022). Due to the lack of research on PwDS, Kumin and Schoenbrodt investigated
employment/unemployment rates among PwDS (n=511), finding that 30.2% were unemployed, 56.6%
were working in paid employment, 25.8% were working unpaid volunteer jobs, and 2.7% were self-
employed (Kumin & Schoenbrodt, 2016; Tomaszewski et al., 2018).

Transition from school to post-high school graduation activities can be challenging for PwDS due to the
drastic changes in routines as well as environmental factors. DS-specific barriers make this transition
more stressful and cause worry for the individual and their families (Bryant et al., 2011; Foley et al.,
2013). It is important for school programs to prepare individuals for transition into employment or other
post-high school graduation activities and programs. According to Bush and Tasse (2017), employment
improves QOL in persons with disabilities through increased independence, self-autonomy, structure,
social supports, and income after graduating from grade-school.

Findings of studies noting high unemployment rates of PwDS highlight the importance of adaptation for
PwDS through their adult years to facilitate continued participation in the community (Kumin &
Schoenbrodt, 2016; Tomaszewski et al., 2018). Discrepancies also remain with PwDS regarding paid
versus unpaid work, requiring continued attention and intervention to achieve parity.

Unfortunately, limited post-high school graduation activity choices for PwDS exist after graduating from
high school. Choices include open employment, training, sheltered employment, and day recreation
programs. Open employment is when an individual works in the mainstream job setting at a work location
within the community where they may have long-term or temporary support as they begin and continue
their work (Foley et al., 2013; NDSS, n.d.). It was noted that those participating in open employment have
higher QOL than those participating in other post-high school programs, but the lack of open employment
placements and hours limits the scope of beneficial impact for this QOL-improving activity (Foley at al.,
2011).

Training is another type of ongoing education program where PwDS continue to train in technical school
or an education facility before graduating and transitioning into the workforce (Foley et al., 2013). These
programs include trade school or 2-year/4-year college, where the extended training acts as a continuation
of practice and learning after high school before transition into the workforce takes place.

Sheltered employment is where PwDS work in a segregated setting specifically for persons with
disabilities and complete contract jobs, such as mailing, packing, and assembly (Foley et al., 2013; NDSS,
n.d.). Sheltered employment is like contract jobs where individuals are paid based on how much work
they complete during their shift (Foley et al., 2013; NDSS, n.d.). Although sheltered employment
programs may provide individuals with an opportunity to train for a transition to open employment, some
suggest that sheltered employment exploits persons with disabilities by providing low pay for their work
or by segregating PwDS instead of cultivating a more inclusive and diverse employment setting (Foley et
al., 2012; NDSS, n.d.). Despite these concerns, sheltered employment is the most common form of
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employment for persons with disabilities, especially those with lower functioning levels, due to more
stability opportunities for creating closer relationships with peers (Foley et al., 2013; Haddad et al., 2018).

Day recreation programs, also known as alternatives to employment (ATE) programs, are for PwDS who
cannot or are not participating in training or employment programs (Foley et al., 2013; Haddad et al.,
2018; NDSS, n.d.). ATE programs increase social participation, independence, learning, and support
networks for individuals who do not train or work but who will still find being around others in an open
environment daily helpful and satisfactory to their health and QOL (Foley et al., 2013). When individuals
participate in day programs, they can develop different skills through recreational activities and be more
involved in the community (Foley et al., 2012; Foley et al., 2013). Two noted barriers arising with day
programs include the scarcity of programs in a specific community as well as the scarcity of funding
provided either to the programs themselves or to the persons with disabilities and their families; but,
where day programs exist, they offer persons with disabilities more options to participate in their
community after graduating high school (Foley et al., 2012; Foley et al., 2013).

A study surveying 197 PwDS showed that most individuals (43.4%) worked in sheltered employment
while the least amount of people participated in training or secondary education (25.7%) and open
employment (20.6%; Haddad et al., 2018). These data echo findings from Foley et al. who noted that,
among the 269 PwDS surveyed, 39% were in sheltered employment, 25% were in secondary education,
and 25.6% were working in open employment (2013). The type of post-high school graduation activity an
individual participates in is important when assessing their QOL because the program or activity could
determine an individual’s levels of life satisfaction.

While studies exist regarding PwDS and employment, these studies focus on declines throughout
adulthood, loss of skills, drastic behavioral changes, decreased participation in daily life, or the aging
process (Tomaszewski et al., 2018). Similarly, few studies have focused on QOL among young adults
with DS (Haddad et al., 2018; Rofail et al., 2017; Xanthopoulos, et al., 2017). Therefore, more research is
needed—mnot only on how employment affects QOL among PwDS, but also on how PwDS directly
perceive these effects, instead of relying solely upon outside sources like parents, siblings, or programs
within which these individuals participate (Dyke et al., 2013; Scott et al., 2014; Tomaszewski et al.,
2018).

ICF Model/Functionality

ICF Model

The ICF framework is a bio-psycho-social model that encompasses the integrations of both medical and
social models of disability and includes domains and their integration throughout the model. These
domains include the health condition, body functions and structures, activities, participation,
environmental factors, and personal factors—all of which play a role in classifying functionality and
disability (Mitra & Shakespeare, 2019). Each domain will be broken down and further explained by
considering the ICF framework as applied to PwDS.

The bodily function domain references the different impairments that an individual experiences based on
their health condition, their cognitive functioning, including speech, bodily functions, and their learning
abilities. For example, a PwDS may function at the age of a 5- to 7-year-old and have a speech impediment.
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Their learning abilities may be limited according to their specific diagnosis. Additionally, comorbidities,
such as heart defects or any other illnesses, can play a role in functionality and determine the level of
impairment. However, if an individual has a higher functioning level, they can learn and recite more and
will also have fewer issues related to bodily function, which is also based on their health condition. The
two seemingly counteract one another, with the health condition and its severity being a determinant of
high or low functioning levels.

The activity domain references the tasks an individual can complete and how easy or difficult the task is
to execute. These activities, again, are dependent on the health condition—physical or mental—of an
individual and what limitations are imposed due to their specific diagnosis. A PwDS may find more
difficulty with activities like brushing their teeth or taking a shower, depending on the specifics of their
health condition and their level of impairment. An individual who is suffering from depression may also
have more difficulty with these tasks. An individual being diagnosed with a certain condition does not
automatically determine the activities or limitations that they experience. The health condition of a
specific individual will determine the ease of the task. Because a PwDS’s health is dynamic, it is
important to recognize that the limitations imposed by these health conditions may fluctuate over time.

The participation domain encompasses an individual and their learning, mobility, self-care, and
employment (Mitra & Shakespeare, 2019). The three domains (body functions, activities, and
participation) can interchange and interact with each other in many ways. For example, an individual’s
bodily and cognitive functions can determine their ability to learn. The ability to learn, including counting
and reading, can then influence their participation in life and the activities, or limitations, that are
experienced. These three domains are then shown to influence or be influenced by the environmental and
personal factors in an individual’s life.

Last is the environmental and personal factors domain, which can either influence or be influenced by
other domains. Environmental factors are “the entire background of an individual’s life” (p.337) which
include the immediate influence of people, places, and things on individuals and how these interactions
are shaped socially and physically (Mitra & Shakespeare, 2019). Personal factors include things like
“gender, age, coping style, social background, education, profession, and behavioral patterns” (Mitra &
Shakespeare, 2019, p. 337). Environmental and personal factors can either promote or hinder body
function, participation, or activities.

This ICF model aims to assess everything around the individual that can influence their life and allows
researchers to assess the impact of the environment’s influence on participation in daily activities, while
showing themes that may arise regarding wellbeing and the different domains measured (Dyke et al.,
2013; Foley et al., 2012; Foley et al., 2013). The ICF framework can also be used to assess the
relationship between QOL—measured in the framework as wellbeing—and the environmental factors that
include post-high school graduation activities.

The ICF framework shows the health condition (or disability) with which an individual has been
diagnosed as the starting factor which can determine levels of impairment in bodily function, limitations
in activities that an individual may experience, and restrictions to participation in these different activities
(Dyke et al., 2013; Mitra & Shakespeare, 2019). All domains of the ICF framework can either work
together or against each other in determining an individual’s functioning while also playing a role in their
reactions and interactions when it comes to their daily lives. To better understand the framework, a cited
© 2024 Perspectives on Social Work



Adams, QUALITY OF LIFE IN YOUNG ADULTS WITH DOWN SYNDROME 64

version of the ICF Framework diagram is provided in Appendix A (Mitra & Shakespeare, 2019; WHO;
2001).

ICF Framework Critique

Although the ICF framework is useful when analyzing factors related to classifying disabilities and
functioning and how different parts of the framework may influence others, it is important to note its
current limitations. Some have suggested a need for revisions in the framework, including moving toward
a more holistic view of persons with disabilities and the factors that influence their functionality, the
activities that they participate in, and how each domain works together (Mitra & Shakespeare, 2019). The
ICF Framework can be used to classify disabilities but there is still need for a more comprehensive way to
find or collect and interpret different data, such as the specific environmental factors that affect or are
affected by their health condition or disability (Chen, et al., 2022).

It is also helpful to keep strengths-based language and practice in mind when using the ICF Framework
and working with persons with disabilities. When using the model, researchers should also consider other
frameworks, such as the disability justice framework (DJF), which highlights ableism and how it is linked
to many other oppressive systems that could strip the voice away from persons with disabilities and other
populations that are often oppressed by the same system (CODE, 2023). DJF safeguards against the
exclusion of persons with disabilities from conversations regarding their conditions, connections, causes,
and any other aspect that relates to improving QOL, accessibility, and inclusivity (CODE, 2023; Lollar, et
al., 2021). Stigma and mistreatment associated with disability have prompted protective legislation, like
The Americans with Disabilities Act, which guards against discrimination, while striving to ensure
inclusion and equity for persons with disabilities (ADA, 2023). On top of the stigma and stereotypes that
have existed and persist today, individuals look at the term “disability” more as a disease or defect instead
of as “...the natural biodiversity of life” that it is for several individuals (Lollar, et al., 2021). Utilizing the
DIJF centers the voices of PwDS and other disabilities within advocacy for equity and equality.
Researching DS through the DJF can bring the voice back to participants who may experience hardships
because of their DS. Centering the DJF in research and practice guides attention towards individuals’
assessments of problems and how they feel is the best way to solve problems without making
assumptions and speaking on behalf of PwDS.

Although the ICF framework can be used to connect aspects like health condition or disability and how
they relate to QOL or health status, it is also important to note that the two may not always be closely
related, as seen in the study conducted by ADA, 2023). For example, there may be barriers for individuals
in their place of employment due to their DS, such as communication or understanding, but individuals
may not see this as something hindering their lives and health status. The participants in the study
conducted by Eckstein et al. stated that, although health was a barrier due to the different symptoms and
their unpredictable presentation, their health did not stop them from working and making the best of their
situation (2017). Their lower health status does not determine their QOL levels, suggesting the
importance of framing practice and research through a justice-focused orientation, like the DJF, alongside
models like the ICF. Integration of a justice orientation helps to promote sensitivity and knowledge about
PwDS as well as inclusivity, instead of ostracizing PwDS because of perceived differences.

Domain Relationships
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The ICF Framework in Relation to Functioning, Employment, and Quality of Life

As previously stated, the ICF framework has been and is still being applied toward numerous research
and practice aims including assessing and classifying individuals and their disabilities. The ICF
Framework is a tool to understand interactions within and across domains and is used often in research
when investigating conditions such as QOL and what factors contribute to positive outcomes (Fleming, et
al., 2013). The ICF Framework can also provide specific information about the different domains. For
example, Fleming et al. (2013) used the ICF Framework while also measuring QOL and found that using
the framework provided greater variability in QOL. Just as the framework was used alongside measuring
QOL, the ICF framework can be utilized when measuring and comparing employment and functionality,
or any other factor that can contribute to an individual and their disability.

The ICF Framework is particularly useful because it encompasses various aspects of each domain and can
further break down classification of a disability alongside any other factors that may contribute to other
symptoms that are presented with their health condition, or disability. The ICF Framework facilitates the
researcher’s intricate examination of each category and can show how each category influences one
another. The framework can then provide a more holistic view of an individual and their life and what
role varied factors, like their environment, personal characteristics, and diagnosis itself, can play in their
life.

Employment and Quality of Life

The outside domains (employment, functioning, and QOL) are not just interacting with the ICF
Framework, they are also interacting within and among each other. The relationship between employment
and QOL within the general population is evident from previous studies (Foley et al., 2012; Foley et al.,
2014; Graves et al., 2016). Friendships normally decline among PwDS after graduating from school and
typically do not improve until individuals gain employment or afterschool activity (Foley et al., 2012;
Foley et al., 2014). Individuals in open employment had higher QOL than individuals participating in any
other activity, such as sheltered employment, due to factors including increased independence, autonomy,
and choice-making (Foley et al., 2012; Foley et al., 2014). It was also shown that daily functioning, or the
ability to take care of themselves and complete daily living activities, can contribute to daily life related to
post-high school graduation day activities, which also play a key role in QOL (Foley et al., 2013; Graves
et al., 2016). The social aspect of employment is the largest factor associated with QOL because
individuals can meet more people, make more friends, and be happier in the setting where they are
employed (Haddad et al., 2018). When measuring QOL, a narrative literature review observed that young
adults with disabilities who left school had better QOL than those who were still in school, while those
individuals who transitioned to open employment had a better QOL than individuals participating in any
other post-high school graduation activity (Foley et al., 2012). Research demonstrates how employment
can affect QOL. Employment opportunities are known to increase QOL due to individuals being more
active and having greater life satisfaction due to increased opportunities for participation during
adulthood (Martins, 2015).

Employment and Functioning
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Employment and functioning often interact bidirectionally. The environment of an individual’s
employment or post-high school graduation activities can either hinder or facilitate functioning, which
can then determine opportunities that arise for them (Chow et al., 2014). On one end, employment or
participation in other post-high school graduation activities can be associated with healthier outcomes,
such as better ability and functioning, with participation in employment improving functioning while
reducing disability (Martins, 2015; McCausland, et al., 2019). On the other end, if barriers exist for
individuals in their employment or other activities, functioning and participation may be reduced, which
could then have a negative effect on individuals and factors related to their health, social environment,
disability, etc. (Chow et al., 2014; Martins, 2015).

Employers must be mindful when employing persons with disabilities to ensure proper accommodations
and support are in place and that no harm is inflicted upon the individual while they are working.
Employment can instead be seen as beneficial and enjoyable and as an asset to the functioning of the
individual. For example, getting more break times throughout their shifts could be a useful
accommodation. Chow et al. reported that persons with disabilities who received more accommodations
on their job worked more hours, had higher morale, higher functioning levels, and stayed employed
longer than individuals who received none (2014).

Functioning and Quality of Life

There are many factors related to functioning and QOL, and how they can be determined and related.
Individuals with higher functioning ability may be given more opportunities, including employment,
which would then increase their QOL (Rajati et al., 2018; Mcdougall et al., 2010). However, some
disorders and diagnoses may result in a lower functioning level, leading to more restrictions on everyday
life and activities, which could then be associated with lower moods and QOL (Hadadd et al., 2018;
Rajati, et al., 2018). Oftentimes, functioning can play a role in determining QOL levels, since functioning
can also determine activities within which an individual can participate. However, some individuals may
have a higher QOL, despite having lower or higher functioning levels. Viewing individuals from a
strength’s perspective, instead of assuming that they are unhappy due to their limitations, can open the
door to more sensitive and holistic research practices.

Future implications for research, practice, and policy research

Research

Previous research addresses QOL, employment, and their associations, but further research is needed
specifically for PWDS. Research should be conducted from a biopsychosocial point of view, looking at
the individual, their environment, and what influences their lives.

Approaching research for PwDS through a disability justice lens can help researchers more intentionally
and critically analyze this population. Looking at DS specifically along with sociodemographic
information (gender, race, socioeconomic status, etc.,) can provide different perspectives of the research
problem, which could lead to different outcomes and solutions (Adorno et al, 2022; Eckstein et al., 2017;
Fleming et al., 2013; & Foley et al, 2014). This ensures researchers “avoid masking disproportionalities
or disparities that different racial and ethnic groups experience” alongside their DS (Andrews, et al, 2019,
p- 5). A more integrated approach can also give the researcher more options when analyzing problems and
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solutions, as well as ensuring individuals are being treated fairly while pursuing success in their adult
lives (Andrews, et al, 2019). Even with the critiques to the ICF and suggestions to incorporate other
viewpoints, ICF-informed research continues to advance the field’s understanding of key issues faced by
PwDS or any other disability, along with targeted ways to intervene.

Further research should explore the perspectives of employment, functioning, and QOL from the
perspective of PwDS who experience challenges in these areas of transition (Scott et al., 2014).
Furthermore, more research into the impact of occupation (type of work, numbers of hours, interactions
with coworkers, etc.,) must be conducted to identify outcomes associated with QOL, along with the
effects of specific activities being performed (Haddad et al., 2018; Mcclausand et al., 2019). Lastly, a
more holistic integration of the ICF framework is needed when measuring outcomes for PwDS. While
QOL is often considered independently as an outcome, understanding the connecting factors (activities
and limitations, bodily functions, and health conditions) and viewing other outcomes beyond QOL (e.g.,
education, employment) could provide more tailored service recommendations for PwDS (Fleming et al.,
2013).

Practice

Interventions for persons with disabilities, especially those with DS, should strive to improve functional
independence, which could then result in improvement in many other arenas including health outcomes,
activity participation, employment, and QOL (Adorno, et al., 2022). Additionally, healthcare and service
providers (counselors, transition service workers, and rehabilitation workers) should be well educated to
advocate and provide services to their client. Using the ICF framework can strengthen their work with
and assessment of clients throughout all stages of intervention, providing a more holistic view of the
dynamic circumstances surrounding service receipt (Fleming, et al., 2013; Haddad et al., 2018). It is also
important to acknowledge that PwDS and any other disability should not be expected to work at the same
pace, standard, or load as non-disabled individuals. Employers should consider these differing
performance standards, providing (and documenting) appropriate accommodations for tasks these
individuals can complete successfully (Chow, et al., 2014; Fleming et al., 2013; McClausand et al., 2019).

More transitional education must be incorporated into the lifespan of PwDS, starting from preschool up
until high school, that includes planning processes and skills that will be useful after transition (Bryant, et
al., 2011; Chow et al, 2014; Fleming et al., 2013; Foley et al., 2012; Kumin & schoenbrodt, 2016; Scott et
al., 2013). Many service providers focus on employment or higher education within the transition
planning process, but more intention must be directed toward presenting PwDS with varied options
(beyond higher education and employment) after graduating high school. Options could include
volunteering, focusing on relationships, independent living and functioning, and family involvement.
Presenting multiple options to individuals before graduation helps to ensure more individualized
transition processes (Bush & Tassee, 2017; Foley et al., 2012; Foley et al., 2014; Kumin & schoenbrodt,
2016); Yet such shifts would require additional training for professionals (e.g., counselors, teachers, and
other service providers) to ensure that the best services are provided for PWD.

Policy
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In tandem with research and practice, policy is a crucial tool to improve care and services for PwDS and
other disabilities. Through research documenting the outcomes associated with innovative education and
employment programs, policymakers can assess outcomes associated with these programs and continue to
fulfill the requirements and vision from ADA while noting other occupational and educational services
that are useful for this population (Chow et al., 2014; Haddad et al., 2018). Policymakers can provide
outcome-driven incentives for businesses and employers to support further service improvements related
to transitioning from education into post-secondary activities (Chow et al., 2014; Kumin & schoenbrodt,
2016).

The recent Dobbs decision limits availability of pregnancy termination due to genetic testing, which is
done during pregnancy at 20 weeks where a mother finds out if their unborn child may have any
disabilities or potential birth defects. Due to this recent decision, the US population of PwDS will likely
expand, further underscoring the call to meet PwDS’s needs (Dobbs v Jackson WHO, 2022; Chaiken et
al., 2023). If mothers are not given agency to make these decisions, parents’ QOL could be diminished,
thereby negatively affecting the child once they are born, resulting in diminished QOL for the PwDS at
the beginning of life (Chaiken et al., 2023). Although this is a new area of policy where more research is
needed, this policy development is noted to highlight the need for continued attention and research to this
growing population. Development of targeted policy innovations should strive to promote inclusion and
equity by ensuring that all PwDS and other disabilities are being accommodated appropriately.

Conclusion

This article adds to the current body of knowledge by highlighting research regarding PwDS and
discussing post-school activities, functionality, and quality of life for this population. The different
domains of the ICF Framework are discussed in detail, including how they related to functioning,
employment, and quality of life while also being critiqued as it relates to PwDS and post-high school
activities. This article also highlights current knowledge about PwDS and provides recommendations for
future research, practice, and policy aimed toward better understanding and improvement of QOL for
PwDS. Future research should be conducted with PwDS using a disability justice lens to gain different
perspectives regarding post-high school graduation activities, functioning, and quality of life and how
other connecting factors, such as limitations and bodily function, may impact outcomes in education and
employment. Practice interventions should be incorporated throughout the lifespan of PwDS and be more
intentionally focused on a variety of transition options beyond post-secondary education and employment
to ensure individualized transition and inclusion. Additionally, services providers should be well-trained
in providing interventions for PwDS that includes a holistic view of the individual and how to best
support them during transition to adulthood.

Due to the ever-changing political climate, the improved life expectancy for PwDS, and the several types
of post-high school graduation activities available, more attention should be paid toward accommodation
and inclusion of PwDS into their community. This includes ensuring that transition programs are
preparing students for post-high school graduation activities, creating various post-high school graduation
options, and intentionally providing necessary accommodations during individuals’ involvement in these
activities. Fully participating in adult life can impact the lives of PwDS, possibly increasing their
functionality and, thereby, QOL.
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Appendix A
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The ICF Framework and its Interactions
Source: WHO, 2001
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