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Abstract: Home care aides (HCAs) provide housekeeping and personal care services to
help older clients remain in the community. However, little is known about the health of
HCAs, who themselves constitute an underserved population. The goal of this study was
to investigate how HCAs” work and life contexts manifest themselves in HCAs health as
perceived by HCAs. Six focus groups were conducted with HCAs (N=45). Analysis revealed
how HCAs’ work- and life-related stress accumulated over time and affected HCAs’ health
and interaction with their older clients. Home care aides were interested in personal health
promotion and client well-being. Home care aides may constitute an underused resource
for the care of older adults with disabilities. Information about intricately intertwined work
and life contexts should inform policymakers and home care providers in their efforts to
improve the quality of publicly funded home care services.
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lder adults who have difficulties with daily activities such as walking and bathing

receive help mostly from their families.! However, an increasing number of older
adults receive help from paid caregivers.>* This is especially true for frail, low-income
older adults who are eligible for publicly-funded long-term care programs, since fed-
eral and state governments are seeking alternatives to costly nursing home services by
providing home and community-based services.** Home care aides (HCAs), also called
personal care assistants and home makers, are non-medical paid caregivers who provide
in-home services such as routine housekeeping (e.g., laundry, grocery shopping, prepar-
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ing meals) and personal care services (e.g., bathing, dressing, transferring) to help older
adults stay in the community and avoid nursing home placement. Home care aides work
in a home care sector that involves complex arrays of public and private funds, most
notably Medicaid, a government insurance program for certain groups of low-income
children and adults that is jointly managed by the state and federal governments and
covers approximately 20% of Americans aged 65 and older.®

Despite HCAS’ critical roles in health care for older adults with disabilities, little is
known about the health of HCAs, who themselves constitute an underserved popu-
lation in the United States. Due to state-to-state variation in home care regulations
and delivery systems and complex funding mechanisms, administrative data on home
care providers and HCAs are not readily available for research. Home care aides are
typically middle-aged women, often African American or other ethnic minorities or
immigrants with high school-level education.”” However, these census-based data do
not provide information on HCAs’ health. A small but growing literature indicates
that HCAs face challenging working conditions such as job demands, lack of respect
and isolation, and hazardous exposures ranging from slips, trips, and falls to sharps
injuries and blood/body fluid exposure.'*'*

Caregiving is a stressful occupation. The stress process perspective has been applied
to the study of family or informal caregiving'® and occupational health and safety,"”
but seldom to HCAs. Little is known about what kind and amount of stress HCAs
experience, whether and how this stress affects their health, and whether stress and
other health issues affect their ability to provide care for their older clients. A national
survey conducted in 2007 contributed to our understanding of the working conditions
of home health aides employed in Medicare-funded home health agencies, but excluded
HCAs working in the non-medical home care sector.'®

The gap in knowledge about HCAs is critical for health care of older adults with
disabilities for several reasons. First, HCAs constitute one of the fastest growing
occupations in the United States.'*-*> The occupation of HCAs is projected to add the
most new jobs of any occupation between 2012 and 2022 (580,800 jobs, 49% growth).
Home care aides are hired privately by their clients or employed by home care agen-
cies that specialize in non-medical housekeeping or personal assistant services. The
non-medical home care sector evolved from the visiting housekeeper program for the
needy funded by Medicaid and other public funds or private pays, and operates based
on a social service model. In this care setting, family members may become paid
caregivers for older home care recipients, depending on the rules and regulations of
the state of residence. Furthermore, HCAs work in a setting without Medicare’s skilled
care need requirements or time restrictions.*** Thus, HCAs are more likely than home
health aides to care for their clients for an extended period and to develop long-term
close relationships with their clients. Accordingly, HCAs” work environment may be
qualitatively different from that of home health aides who perform similar tasks as
HCAs. Data on home health aides who typically work in Medicare-funded agencies
that are licensed to provide medical home health care'® cannot be simply extrapolated
to describe HCAs.

Second, despite working in clients’ homes without medical supervision, HCAs tend
to care for clients with high health needs. Home care aides in Medicaid-funded home
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care programs often work with clients who are eligible for both Medicaid and Medicare.
These so-called “dual eligibles” have more chronic conditions than typical Medicare
beneficiaries.?® Frequently underserved throughout their life course, dual eligibles may
be dealing with complications of untreated or undertreated chronic conditions in later
life. While home health aides typically care for Medicare home health users who are
concurrently receiving skilled nursing or therapy services, HCAs care for clients who
may not be under active medical care. Thus, HCAs may be more likely than home
health aides to care for clients who have untreated or uncontrolled medical conditions
and who lack opportunities to engage in health- promoting activities to prevent further
health declines.

Third, HCAs work by themselves in the private homes of older clients. Their work
and work environment cannot be easily observed by their supervisors, although safety
and health interventions are challenging to implement. This distinguishes their work
from caregivers working in nursing homes or hospitals. Home care aides are older
and lower-income® than nursing home or hospital-based aides, are less likely to have
fulltime employment, and may face more challenges in their personal and work lives
than other health care workers.

The goal of this study was to enhance our understanding of HCAs informed by the
stress process perspective. This study focused on HCAs’ health in their work and life
contexts in order to explore their current and potential roles for promoting the health
of older adults with long-term care needs in a Medicaid home care program. To learn
more about these challenges and their implications for HCAs’ health-promoting roles
for their older clients and for themselves, our research listened to the voices of HCAs,
who naturally have intimate knowledge of, and experience with, HCAs’ health, work,
and life contexts. Without adequate understanding of HCAs who provide home care
services directly to their clients, it would be difficult to assess and improve home care
services for underserved populations aging with disabilities.

Methods

Overview and contexts. Six focus groups were conducted with HCAs who care for older
adults receiving in-home service programs in the city of Chicago, mainly through the
Community Care Program (CCP), which is funded by Medicaid and Illinois general
revenue funds and administered by the Illinois Department on Aging. The state con-
tracts with for-profit and not-for-profit home care agencies to provide CCP services
to Illinois residents aged 60 years or older with long-term care needs, who are U.S.
citizens or legal aliens with non-exempt assets of $17,500 or less (excluding home, car,
and personal furnishings). All HCAs who provide CCP services must be employed
and trained by home care agencies contracted with the Illinois Department on Aging.
Community Care Program clients can choose their family members or relatives as their
HCAs only if they are formally hired by contracted home care agencies after success-
fully completing state-mandated pre-service training provided by home care agencies.
Under CCP, no HCAs are self-employed nor are any hired directly by their clients.
Approximately two thirds of CCP’s HCAs in Illinois are unionized, a quarter of
whom work in the Chicago area. Partnership with the Service Employees International
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Union (SEUI) Healthcare Illinois & Indiana (previously SEIU Local 880), which is the
largest union of health care and home childcare workers in the Midwest, allowed us
to recruit otherwise difficult-to-reach HCAs from multiple employers. We used the
methods that the labor union consider most effective in reaching HCAs: distribution of
flyers, telephone calls, and direct contact by the union staff (1,300 flyers mailed, 1,000
flyers distributed, 350 phone calls, and 40 hours of door-knocking). Our sample did not
include non-unionized HCAs such as HCAs employed by agencies that serve limited
English-speaking older adults (approximately 20% of all CCP HCAs). The study was
reviewed for human subjects’ protection and approved by the University of Illinois at
Chicago (UIC) Institutional Review Board. The participant recruitment process was
monitored via weekly phone conferences by the UIC research team and the director
of SEIU Member Training and Education Center. Interested HCAs were assigned to
focus groups on a first-come, first-served basis. Those who had signed up received a
reminder letter one week prior to the focus group, followed by a reminder phone call
one to two days before the focus group. Each participant received a $25 incentive pay-
ment. Forty-five HCAs participated in one of six focus groups on health promotion.

Each 90-minute focus group, held in a conference room at the union’s main offices, was
preceded by a 60-minute session including an ice-breaking reception with refreshments,
an overview of the study, the informed consent process, and a brief self-administered
survey to capture the participants’ demographic and health characteristics. The princi-
pal investigator (NM) moderated each focus group, during which a research assistant
(VL) took detailed notes. The focus group guide included 10 main questions (and
additional probing questions) about HCAs’ health (e.g., What makes you feel healthy?
Tell us about any work situations that have affected your health.), HCAs’ own health
promotion activities (e.g., What do you currently do to take care of your health?), and
HCAS’ health-promoting role for older clients (e.g., How do you currently contribute
to the health and well-being of your clients? What do you think of expanding your
role to promote health among your older clients?). Immediately following each focus
group, the research group (NM, VL, and occasionally a co-investigator, JZ or RS) held a
debriefing session to identify major themes and unexpected or noteworthy findings. The
research team agreed that a data saturation point was reached after five focus groups.
We presented the summaries of the five focus groups at a validation focus group.'
The validation focus group participants (N=7, including one who participated in one
of the earlier focus groups) agreed that we “got it right” and “got it all” and provided
additional information on the selected themes. All six focus groups were profession-
ally transcribed.

Data analysis. Two of the authors (NM and VL) independently coded the profession-
ally transcribed data to uncover themes and concepts.” After reading two transcripts,
NM and VL met to discuss findings and devised an initial coding scheme. The stress
process framework as well as our research questions guided the development of major
categories of codes (e.g., stressors, enduring health outcomes, health outcomes, health
promotion activities) and subcategories. After reading the rest of the transcripts, NM
and VL updated the coding scheme. We extracted all the data that described stressors
in HCAs’ work and life contexts, health, and coping resources and strategies as well
as HCAs attitudes towards health and health promotion. Upon further analysis of
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themes, we identified broader unifying concepts related to our research questions and
incorporated them into the summary tables. Post-focus group debriefing meetings
within the research team and the debriefing focus group with HCAs, as mentioned
above, minimized conflicting results along the way. For any minor conflicting results
that had emerged, the two main coders (NM and VL) discussed the results and, if they
were not resolved, the third member of the team provided input to produce consensus.
ATLAS ti assisted our analysis.*

Results

Participant characteristics. Focus group participants (N=45) were typically middle-
aged or older African American women with high school-level education: 51% were
aged 50 years or older, 98% African American women, and 58% with high school
education, as summarized from the pre-focus group survey (see Table 1). The profile
of these English-speaking HCAs is consistent with previous studies'**' and with what
is expected from the historical development of the non-medical home care industry in
Chicago.” The HCA participants had worked in home care for seven years, on average.
The average caseload per week was 1.5 clients. The majority (69%) were providing ser-
vices to clients assigned by their employers, 24% their family (or friends), and 7% both.
Eighty percent of HCAs reported one or more conditions from the list of 12 health
conditions (and “others” where the respondent was asked to specify a condition),***
and 47% had multiple conditions (up to seven conditions [4%]). Hypertension (47%),
arthritis (34%), asthma (27%), and allergic rhinitis (27%) were the most common
conditions. The frequencies and patterns of chronic conditions generally mimic the
national estimates of middle-aged to elderly African American women in the United
States.** The smoking rate (48.9%) was more than double the rate among all Americans.”®

Perceived health. Stress emerged as the most salient theme in focus group discus-
sions about HCASs’ health. Home care aides reported feeling stressed regardless of topics
under discussion. Stress themes dominated HCAs discussion of their health condi-
tions, including mental health (e.g., depression), chronic conditions (e.g., hypertension,
asthma, arthritis, and diabetes), musculoskeletal problems (e.g., knee and back injuries),
and dental problems. Home care aides used the term “stress” broadly or vaguely to refer
to intricately intertwined work and life stressors.

Stressors. Home care aides described how home care work and their non-work lives
triggered their stress process. Work stressors encompassed HCAs specific clients as
well as their work conditions. Themes related to clients involved clients’ health issues
(health in general; chronic conditions, including dementia/Alzheimer’s; and other issues
such as infection/virus, nursing home admission, falls), as well as non-health issues
(clients’ offending behavior, demands, personality, mutual attachment, and family).
Work conditions included lack of prior information, work environments (pets/sanita-
tion/clutter; lack of safety protection/gear), and low levels of benefits and supports
(low pay/lack of benefits; lack of training, especially hands-on training; and lack of
support from supervisors). Box 1 provides a summary of major themes of work-related
stressors, supported by quotations from HCA focus group participants that represent
each of the major themes.
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Table 1.

FOCUS GROUP PARTICIPANTS’ SOCIODEMOGRAPHIC, JOB

AND HEALTH CHARACTERISTICS (N=45)

Mean or

Variables Percent (SD)
Age: 18-29 44

30-49 44.4

50-64 49.0

65+ 2.2
Gender: female 97.8
Race: Black 97.8

White, non-Hispanic 2.2
Education

Some high school 13.3

High school diploma or GED 44.4

Some college 26.7

Associate’s degree 6.7

Bachelor’s degree or more 8.9
Job tenure

Home care (years)* 7.0 (6.1)

Current employer (years) 5.4 (4.9)
Caseload

Number of clients/day 1.5 (.7)

Number of clients/week 1.8 (1.3)
Type of clients

Family (or friends) 24.4

Non-family 68.9

Both 6.7
Health conditions®

Hypertension 46.7

Arthritis 34.1

Asthma 26.7

Allergy 26.7

Eye Problems 13.3

Ulcer 8.9

Anemia 8.9

Heart 6.7

Diabetes 4.6

Urinary Problems 4.4

Other conditions 8.9
Smoking everyday 31.1

some days 17.8

Back pain 64.4

(continued on p. 727)
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Table 1. (continued)

Mean or
Variables Percent (SD)
Knee pain 57.8
Neck/shoulder pain 55.6
Arm/elbow/hand pain 35.6

Hip pain 33.3

Notes:

“Ranges from less than a year to 27 years. 22% had worked in home care for less than 3 years, 22.2%
for 3 to 5 years, 36% for 5 to 10 years, and 20% for 10+ years.

The number of health conditions ranged from 0 to 7 (mean=1.89, median=1; out of 13 conditions).
SD=Standard deviation

Clients’ health. Regarding work-related stressors, clients’ poor health and physical
functioning were among the most frequently mentioned stressors. Taking care of frail
home care clients is inherently stressful, as exemplified by a statement, “It weighs on
you” (see Box 1). Even if HCAs do not provide medical care, they routinely encounter
clients’ medical conditions, during such tasks as routine cleaning or meal preparation
for a client with diabetes. Unattended medical problems are not uncommon among
disadvantaged clients in Medicaid-funded, non-medical home care, and thus HCAs
could encounter clients with seriously advanced medical conditions. One participant
described a client with a serious and untreated leg infection:

When I pushed the door open to go up to her house, it’s this awful smell. . . . I turned
around. It made me sick. . . . I attempt to turn back around and go up there. The whole
time I'm walking up the stairs, you know I'm gagging. . . . I knocked on her door. Her
brother answered the door. She was sitting up there . . . and she had an infection all
in her legs and that was that smell.

Clients’ failing cognitive function challenged HCAs mentally and physically. For
example, an HCA reported her client accusing her of stealing something that the
client misplaced. An HCA reported stress because she felt responsible for repetitive
scratches that her client with dementia incurred during the HCA’s absence. Home care
aides were aware of potential infections and infestations (naming methicillin-resistant
staphylococcus aureus, or MRSA, and bed bugs) and worried about transmission to
themselves and their family.

Clients’ behavior and family. As shown in Box 1, clients’ non-health factors, such
as clients’ abusive or offending behavior (e.g., treating a HCA as a maid), excessive
demands (e.g., demanding the HCA move heavy furniture), and difficult personali-
ties constituted major stressors. A sense of attachment to clients could be positive or
negative, as seen in the grief an HCA reported when her client entered a nursing home
and later died. Clients’ families could be a source of stress. For example, clients’ family
members would interrupt HCAs’ work routine or make demands on HCAs.
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Box 1.

PERCEIVED WORK-RELATED STRESSORS AMONG
HOME CARE AIDES: THEMES AND QUOTES

Categories/Themes

Major Themes and Quotes

Clients’ health

Poor health

Dementia/Alzheimer’s

Falls and injuries

Clients’ other factors
Abuse

Attachment

Family

Work conditions

Lack of information

Poor health, chronic conditions (e.g., diabetes, dementia/
Alzheimer’), and other health issues (e.g., hygiene, infection/virus,
nursing home admission, falls

“It (taking care of frail seniors) weighs on you. It affects you
mentally. And it will affect you physically, because it’s like a pull
on you. It’s like you taking on all their sickness. . . . Sometimes
they get on your nerve. Sometimes you have to take you a time

»

out.

“He had Alzheimer’s. He used to cut his clothes up. ... He had a
long big knife. . .. I was going the other way when he came with
that knife”

“I'm always on red alert. Because (the client with Alzheimer’)
cannot stand at all and . . . he fell a couple times. . .. 'm always
there when the doctors come out. . .. They look at him and then
[say to me]: “you housekeeping!” .. . it’s like I gotta be accountable
for every scratch (of the client) ..”

Behavior (e.g., abuse), demands, personality, mutual attachment

“People think we're so low on the totem pole, we are nothing,
and we do nothing. But we have to take a lot of abuse. . .. Some
[clients] are very mean. And when they get sick, they get really
worse.”

“I feel more closer to him than (his family) do. And it’s really not
supposed to be that way ... {P}, I been knowing him 15 . .. years.
He seems like my granddaddy. . .. he just so sweet. . .. there’s
nothing I wouldn’t do for him.

”It was a lot of people in the house and sometime I'd have to

wait before I could do for my clients. . . . it was very stressful and
then ... when I went in one morning, I found one of the brothers
dead in the bathroom.

Lack of prior information, work environments (pets/clutter,
cleaning supplies, safety protection/gear), low pay/lack of benefits
(e.g., health insurance, no paid sick leave), lack of training
(especially, hands-on training), lack of support from supervisors

“The client says, ‘Did they let you know my health issues

before they sent you out here?’ I say ‘No. He says, ‘Well . .. I

have HIV. ... if you don’t feel comfortable, then that’s fine, I
understand. . . . but your agency should’ve let you know that I have

¢

HIV before you came out.

(continued on p. 729)
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Box 1. (continued)

Categories/Themes Major Themes and Quotes

“When I first got there, she had .. this real bad bed sore from the
nursing home. . .. she’s paralyzed. She doesn’t have any strength.
They (supervisors) didn't tell me.”

Work environment “I have allergies, especially to dust mites. . . . that live in the
carpeting”
Lack of training “I wasn't trained how to get her (the bed-ridden client) out the

bed. ... Ihad got her on the pot and I was trying to get her up off
the pot, not paying attention that 'm standing on her gown, I'm
straining myself trying to get her off the pot. ... So I hurt my hip.

>

Work conditions and support. Lack of prior information about work environments
was among the most frequently mentioned stressors related to work conditions. Home
care aides often received little information about their clients’ health or about home and
neighborhood conditions prior to their first visit. Home care aides described how they
encountered surprises on their first visit (e.g., a paralyzed client with a large bedsore,
see Box 1). Lack of information generated stress because HCAs were unable to prepare
themselves beforehand for challenging situations.

HCAs work environments might include dust, pets, and clients’ smoking that could
cause adverse health consequences for HCAs with asthma or allergic rhinitis.

Working conditions and work support (e.g., training, pay and benefits, support
from supervisors) affect HCASs stress in two ways. First, HCAs explicitly indicated
that insufficient work-related benefits, especially low pay, lack of health insurance,
and lack of understanding/appreciation from supervisors, are stressors. Second, work
supports (e.g., supervisor showing appreciation for HCAs’ work, training about how to
deal with difficult situations on the job) lessen the effects of inherently stressful work,
while the absence of such supports exacerbates those effects. While all HCAs received
pre-service and in-service training provided by their employers as mandated by the
state, they wanted more hands-on practical training.

Home care aides’ consistent requests for more training, especially hands-on training
to prepare themselves appropriately for the job, is noteworthy. They argued that lack
of training resulted in not knowing what to do when needs arise. Such uncertainties
not only resulted in poor care for their clients but also contributed to HCAS’ stress.

Positive and negative work factors. Home care work generated not only stress but
also positive mental health effects, as seen in an HCAs statement: “I get a rush out of
knowing that I can make somebody else happy with what I'm doing and that they appreci-
ate it.” Mutual attachment between the HCA and the client generated both positive and
negative emotions, such as warmth and satisfaction or sorrow and anxiety.

Non-work-related stressors. Home care aides’ personal and family factors had accu-
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mulated over HCAS’ life course. Home care aides’ family caregiving responsibilities
were among the most frequently mentioned. One HCA said,

My biggest stress is how I'm gonna raise four motherless children, my [deceased]
daughter’s children. And that’s the biggest stress on me because they are a new gen-
eration. They are not like my kids [laughs].

Deaths in the family were another frequently mentioned theme.

Thirteen years ago I lost my husband, he committed suicide. I was at home. Two days
after that, I lost my grandmother. About six months before that, I lost my cousin.
About five months before that, I lost my brother. And I've had a stressful life for
about 13 years now. . .

Ilost my mom . . . about four years now, but I never got closure because . . . the doctor
didn’t even know what happened. . .. And then I lost my brother.

“Back to back deaths in the family” was mentioned as a source of stress in three of
the six focus groups.

Gun-related deaths and injuries were frequently cited. One of HCA participants
shared, “I got shot in my back and the bullet stopped right next to my spine”

Another said,

My brother got shot five times on the front porch and it’s just a lot of back to back
[deaths in the family]. He died in my arms—so that stays with me a lot of time. I
think it over a lot.

However, not all violence was gun-related. One participant described her son’s ordeal:

... they tied him to a chair. [crying] They beat him . .. and he almost died. He was
in a coma for a whole month. But he alright now. God is good.

Intertwined work and life stressors affect HCAS health and client services. Multiple
work-related stressors, intertwined with non-work stressors mentioned above, triggered
short-term physical, psychological, physiological, and behavioral conditions that may
lead to enduring health conditions. Home care aides’ own intertwined physical and
mental health factors affect, and could be affected by, caregiving work and personal
stressors over time.

I don’t want to leave this client because I got kind of attached. But it's too much
stress. . . . I have to take medication. I have skipped medicine . . . And then my health
fail and then 'm down. Then . . . worrying about that person so hard and then worry-
ing about my other personal things, I get into this depression thing. . . . I'm really on
a kick if that person happens to get ill. . . . You know, how can you not get attached?
You see them every day, two or three hours or more. I don’t know if I could do that
for another three years. And with him with that wheelchair, all that lifting and I been
in a car accident in the last couple years and I got hurt. You know and it’s just like
something I'm neglecting on myself because I'm so busy trying. And then you have
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a lot of pressure from [the client’s] family that don’t come around.... He... fell a
couple times. I got hurt a couple times trying to lift him.

Long-term health consequences. Home care aides kept working despite health prob-
lems (e.g., pain, asthma, high blood pressure), because they needed to pay their bills
and had no paid leave, as shown in the following two HCAs’ quotations:

[Injuries, blood pressure, stress, arthritis do not prevent ability to work]. Because
you got to go to work. If you do not go to work, you don’t get paid. No bills get paid.
Nothing gets done. So you still mentally tell yourself, ‘Straighten it up!’

If you don’t have insurance . .. no paid days off, then what you do? You know that
rent got to be paid. And you got kids in college that got to be paid. You forgetting
the pain even though you steady in pain.

A minority of HCAs reported rare occasions of missing work due to medical prob-
lems (exacerbated knee injury, flu, doctor’s appointment) or family needs (death in the
family, a child with severe asthma). Home care aides claimed that their health issues
did not affect their ability to assist clients, with rare exceptions (e.g., if their back goes
out). However, multiple stressors would lead to enduring psychological stress and
eventually to burnout, as reported by an HCA who could no longer be patient with
her client and by an HCA who said, “It [stress] takes a toll on how well you take care
of [my client, who is my mother]”

The doctor told me that [my] back is just wear and tear now.... But I keep on
going. . .. It’s hurting right now.

HCASs’ own health promotion behavior, facilitators and barriers. Home care
aides’ interest in health promotion for themselves was high. For example, an HCA said,
“[Health promotion is] very important . . . an unhealthy person can’t function, you can’t
perform your duties” Health promotion activities that HCAs’ reported doing included
physical activities (walking, group exercise, exercise on the job), self-care (diet, self-
diagnosis, home remedy book, smoking cessation, safety precautions such as washing
hands, wearing gear to prevent injuries), seeking medical care/medication, relaxation
(taking it easy, relaxation/meditation, take a time out), and others (e.g., religion).

As expected, support and encouragement from the doctor, family, and friends, as
well as group health promotion programs facilitated HCAs’ health- promoting behavior.
Barriers to health promotion included “too tired after work,” no time, stress, lack of
motivation, and HCAs’ own health conditions. Interestingly, adverse conditions, such
as enduring health problems (“tired of being sick”) and lack of benefits (e.g., health
insurance), motivated HCAs to engage in health promotion activities. Limited finances
motivated an HCA to avoid eating out [fast food]. Commitment to their work and their
client could motivate HCAs, as shown in statements: “Who is going to help my client
if I am sick?” and “If we're not healthy, then we cannot take care of our clients or our
families” Home care aides’ response to questions about their own health needs often
centered instead on the needs of their clients.
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HCAS’ current and potential roles to promote health in older clients. Home care
aides were generally motivated to play health-promoting roles for clients. Home care
aides positively responded when asked whether they were willing to expand their roles
to help promote their clients’ health and function.

In fact, focus groups revealed that HCAs had been playing important roles in promot-
ing health and function in home care clients already, although health promotion was
not part of their job descriptions. Home care aides reported that they had helped their
clients with their medical care, not by providing direct medical care but by enhancing
access. For example, HCAs regularly reminded clients to take medication, and helped
access therapy and physicians (e.g., identifying needs, locating therapists, driving for a
medical appointment). Equally important, HCAs mentioned their provision of social
support (e.g., companionship, encouraging socialization) to enhance clients’ mental
health. Other areas where HCAs reported their contribution to promoting clients’
health included diet (e.g., cooking meals, encouraging healthy eating), observation
(e.g., home environmental scan for safety), exercise, provision of mental stimulation
(games), and taking care of clients’ hygiene.

Home care aides sometimes reported doing what was beyond the care plan (detailed
instruction of what services HCAs should provide). In particular, several HCAs men-
tioned that they had helped their clients walk and do other forms of mild exercise: “[I]
help them to exercise as much as they can so their body won't be so stiff—to move
their legs and arms and just try to get their body to move around so they won't be
so stiff. And walk them a little bit as far as they could walk. [Without her employer’s
request] I did it myself”

Barriers for HCAs to promote health in their older clients included clients’ resistance
to change: “But sometimes they [clients] don’t want to do it [eat healthy]. You could
give them your advice. But you can't tell a grown person what to do”

Discussion

In-home care of older adults with disabilities has increasingly become a matter of
concern.” However, limited information is available on paid caregivers of older adults
in publicly funded home care programs. This project aimed to enhance the understand-
ing of HCAS health in relation to their work and life contexts by conducting focus
groups with HCAs in a Medicaid-funded home care program in a large U.S. city. The
HCA participants were mostly middle-aged or older African American women, many
of whom had multiple chronic health conditions. Home care aides experienced work
and life-related situations that led to physical, mental or emotional strain perceived as
sufficient to produce adverse health outcomes. Work support (or lack thereof) moder-
ated perceived stress. Although generally consistent with what is known as the stress
process,'** our focus group research allowed HCAS voices to reveal the intricately
intertwined nature of work and life stressors.

In their work, HCAs become emotionally attached to their clients, some of whom
are also family or friends. The client’s care needs assessed by the state determine the
number of HCA work hours per client, which rarely exceed four hours per session.
Home care aides in this study experienced stressors from challenges in their own homes
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as well as at work. Focus groups allowed us to capture the stress process, especially
the connections among various components of the process, through HCAs’ stories
that encompassed their life course. For example, in the discussion of HCAS’ strategies
for stress coping and health promotion, HCAs described how personal experiences,
such as violent crime (“I was shot in the back”) or chronic illness (“I was sick of being
sick”), triggered HCAs to change their behavior (e.g., initiating walking for exercise).
These findings emphasized the importance of understanding the stress process from
life course and ecological perspectives.’*

This study has limitations. Our focus group participants were English-speaking,
mostly African American HCAs recruited through the labor union in a large U.S. city.
Those participants were willing to take the time for the study and, accordingly, may
have been more motivated for their work than others. Although our findings may not be
applicable to HCAs in other settings, this study illuminated work and life contexts that
affect HCAS’ health as well as their interest and potential to assume health-promoting
roles for themselves and their clients. Another limitation is that our study involved
active HCAs only, which might introduce a selection bias. Specifically, this study does
not reflect the views of those who had left the job. Future research should incorporate
views of non-active HCAs and examine variations in stress process in relation to HCAs’
job tenure and HCA-client relationships (including caring for family as an HCA).

Home care aides constitute one of the fastest growing segments of the health care
workforce and an underserved occupational population with significant health-related
issues. If we understand how deeply the HCAs’ own life contexts and health are inter-
connected with their work, we can better enable HCAs to promote their clients’ health
as well as their own health.

Home care aides, like other frontline health workers, constitute an understudied
human resource in health and social service delivery systems.'>*' Home care aides’
abilities could be evaluated in formal interventions aimed at maintaining or improving
the health and function of frail, home-bound older adults in publicly funded home care
programs. Thousands of HCAs already participate in continuing education, which is
mandated by some states (including Illinois). A significant portion of this workforce
have already established long-term relationships with low-income homebound seniors,
a difficult-to-reach population with high health needs and multiple chronic conditions.
Home care aides often share culture (language, social norms, food) and life experi-
ence with their economically disadvantaged clients in public home care programs, as
evidenced by the fact that one third of HCAs in our study cared for their family or
friends. Shared culture is especially important for home care that is intimately linked
with clients’ everyday lives. Home care aides are well-positioned to carry out sustain-
able health-promoting activities and chronic disease management for their clients.

Home care aides are also interested in participating in hands-on training to learn
to expand their abilities to help their clients. On the one hand, the HCA workforce
experiences high turnover similar to that of other frontline healthcare workers.*>* On
the other hand, like other frontline health care workers, many HCAs who are expe-
rienced, motivated, and committed to their profession remain in it for many years.*

With the increasing numbers of older Americans and emphasis on home and
community-based care, home care needs and demand will continue to grow. Promot-



734 Stress and health among home care aides

ing health, function, and independence among homebound seniors at risk for nursing
home admission is important both for older adults’ well-being and for curbing the
skyrocketing long-term care costs in the U.S. Our research demonstrated that HCAs
are motivated to play health-promoting roles for homebound clients.

Without the knowledge of how intricately intertwined HCAs’ work and life stress-
ors are, it is difficult for policymakers and home care providers to develop effective
strategies to promote the work of HCAs and improve the quality of publicly funded
home care. Policymakers and home care providers should continue to enhance their
understanding or HCAs’ work and life contexts, offer job training opportunities and
career ladders, and provide pro-rated but meaningful benefits, such as paid sick leave
and vacation time, and health care and retirement benefits.* Research is needed to
identify approaches to provide emotional support to HCAs in stressful situations. Also
needed is research to determine whether job task enrichment to realize HCAs’ full
capacity would help reduce job stress. The HCA voices heard in this article revealed
that HCAs would welcome opportunities to enhance their caregiving skills as well as
their own health and well-being. Building health promotion into HCAS’ job descrip-
tion and training programs may offer policymakers and providers the opportunity to
address the needs of the HCAs as well as of their clients.* Such efforts to promote the
health of community-dwelling frail older persons and the well-being of home care
workers themselves deserve to be explored, evaluated, and potentially disseminated.
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