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Abstract

Home health aides are members of a rapidly growing occupation and often develop close ties to
patients and their family and can experience significant grief when a patient dies. Yet agencies
often provide little support or structure to help staff cope during this time. For instance, home care
agencies do not always notify their staff of client death and some have policies in place to prevent
any follow-up contact with a deceased client’s family. Little is known about how these agency
factors affect HHAs’ work experience. This mixed-method study explored the experiences of 78
HHASs working either at an agency with a restrictive policy regarding contact with a client’s family
after client death or an agency without such a policy in place. Data was collected through semi-
structured in-person interviews. Employment outcomes included various aspects of job satisfaction
and intention to change jobs. HHAS’ responses to client death were assessed with measures of
grief and grief processing, and with open-ended questions exploring their experiences in this
context. Findings indicated that HHAS from the restrictive agency were significantly more likely
to be considering other job options. They also reported significantly lower satisfaction with
received supervision, and significantly less grief processing activity. Findings suggest that HHASs
from the agency without a contact restrictive policy had a more positive experience at work and
more opportunity to process the client’s death.

Introduction

An increasing percentage of older adults wish to be cared for in their homes, resulting in a
rise in the need for home care services for this group. Home health aides (HHAS) provide
the bulk of the direct care provided in the home. They are members of one of the fastest
growing fields, ranking third on the list of fastest growing occupations with an expected
growth of 48% between 2012 and 2020 (Bureau of Labor Statistics, 2014-15). Though this
sector of long term care is quickly expanding, there remain challenges for this critical
workforce. Turnover rates among HHAs are particularly high (Stone, 2004), falling between
35% and 65% per year (Dill & Cagle, 2010; Seavey & Marquand, 2011). In addition, job
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dissatisfaction is regularly reported. Dissatisfaction on the job is an important employment
outcome because it is correlated with high rates of burnout, low self-esteem, depression, and
anxiety (Faragher, Cass, & Cooper, 2005). Finding ways to improve employee retention and
job satisfaction is a significant priority in the field.

HHASs work very closely with their older patients, providing care that is intimate and
personal (Stone, 2004). The nature of this work often results in the development of close
relationships with patients (Piercy, 2000; Butler & Rowan, 2013; Stacey, 2005; Denton,
Zeytinoglu & Davies, 2008). For some HHAs this opportunity to develop interpersonal
relationships is one of the major reasons they came into the field and continue to remain on
the job (Denton et al., 2008; Sims-Gould, Byrne, Craven Martin-Matthews & Keefe, 2010).

Research evidence has shown that HHAs who develop close ties to the patients and their
families experience significant grief when a patient dies (Boerner, Burack, Jopp, & Mock,
2015). Yet, the grief reaction of direct care staff has been recognized as one form of
“disenfranchised grief” (Moss & Moss, 202). HHAs may also have a role in comforting the
family in the initial aftermath of the patient’s death. McClement and colleagues reported
from their study on HHA perspectives on care of dying patients that HHAs considered
conveying their sympathy to family members after the death and appreciating the family’s
need to reminisce as important tasks in providing high quality care (McClement, Wowchuk,
& Klaasen, 2009). However, home care agencies often do not have adequate protocols or
structures in place to support their staff members in the context of patient death (Moss &
Moss, 2002). For example, home care agencies do not always notify their staff of a patient’s
death and some have policies in place to prevent any follow-up contact with a deceased
patient’s family. Little is known about how these types of agency factors affect HHAs” work
experience.

The study compares a home care agency with a restrictive contact policy (no follow-up after
death allowed) with one that has no such policy. Our first aim was to test the hypothesis that
HHAs employed by agencies with restrictive policies would be more likely to consider other
career options, and more likely to be less satisfied with their job. Our second and third aims
were explorative: We examined whether HHAs differed with regard to other key outcomes
of the study, including relationship to patient and family, caregiving benefits experienced at
work, and their grief symptoms and grief processing after the patient’s death. Finally, we
explored responses from open-ended questions throughout the interview for comments
pertaining to policy/instructions to illustrate HHA perceptions and reactions.

METHODS

Recruitment and eligibility

The present analysis is part of a larger mixed-methods study that looked at bereavement in
direct care workers (Barooah, Boerner, Riesenbeck, & Burack, 2015; Boerner et al., 2015;
Riesenbeck, Boerner, Barooah, & Burack, 2015). We recruited actively employed HHAS
from the community service division of an elder care system in Greater New York, and two
other agencies subcontracted by this long-term care organization. HHAs had to have
experienced the death of a patient for whom they were the permanent HHA within
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approximately two months to be eligible. The participating agencies’ administrative staff
informed us when patient deaths occurred and asked the primary HHA of the deceased
patient if it was permissible for study personnel to contact them. If the HHA agreed, study
staff followed up with a phone call to explain the study and schedule an interview. Since
English language proficiency was not a job requirement for HHAs and the pool of potential
participants included individuals whose primary language was Spanish, HHAs could choose
to complete the interview in Spanish. Of a total of 122 HHAs we attempted to reach, 38
could not be reached within two months of the patient’s death, 80 out of the 84 we were able
to reach agreed to participate and the other four refused. Thus, the overall response rate was
95%. The participating HHAs were representative of the larger pool of HHAs serving the
organization’s patients with regard to age, gender and tenure. However, when compared by
race/ethnicity, we found a difference in the proportion of Black and Hispanic HHAs. Our
study sample was 67% Black and 29% Hispanic, whereas the larger pool of HHAs was 33%
Black and 64% Hispanic.

We did not purposefully choose agencies based on their policies regarding follow up contact
or inquiry about patient death. However, over the course of data collection, HHA accounts of
their experience after patient death alerted us to this issue. We subsequently reviewed the
participating organizations’ relevant policies, and found that we had included one agency
with a concrete policy not to have any follow-up contact in place (n=40), one agency with no
such policy in place (n=38), and one agency that would not specify a relevant policy (n=2).
Since we had only two participants from the latter agency, we decided to focus on
comparing the two agencies with clear positions re: follow-up contact/inquiry after patient
death; thus the final sample for the present paper was N=78.

Data Collection and Measures

The one-on-one interviews were conducted in-person by trained interviewers with a
Bachelor’s or Master’s degree. Interviews were conducted at a place and time that was
convenient to the participant and lasted an average of 80 minutes. Prior to all interviews,
written informed consent was obtained and participants received $30 for their time.
Interviews were never conducted during the HHAS’ work hours.

Socio-demographic and background characteristics assessed included gender, age,
education, ethnicity, race, and marital status. Additionally noted were numbers of years
worked as HHA, number of months having cared for the deceased patient, and the time
between the interview and the patient’s death. HHAS’ possible intention to leave the job was
assessed with a single-item: “Taking everything into consideration, how likely is it you will
try to pursue a different line of work within the next year?” (5) very likely - not likely at all

.

Job satisfaction was assessed with a short-version of the Job Description Index (JDI) (Smith,
Kendall, & Hullin, 1969), a popular and widely used measure of job satisfaction. This
measure consists of six subscales: work, pay, promotion, supervision, coworkers (6 items
each), and general satisfaction (8 items). Standard scoring for the JDI was used. Cronbach
alpha for the subscales in the present study ranged from .70 - .87.
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Relationship with patient was assessed on a scale measuring rewarding aspects in the
relationship between caregiver and care recipient (Williamson & Shaffer, 2001). HHAs were
asked how often (a) they felt happy with their relationship with the patient, (b) the patient
made them feel good about themselves, (c) they felt very emotionally close to the patient, (d)
they felt bored with the patient (4-point Likert scale; never-always). Scores indicated the
extent to which the relationship is perceived as rewarding. Cronbach alpha in the present
study was .76.

Positive aspects of caregiving were assessed with an 11-item scale that has demonstrated
excellent psychometric properties and has emerged as a strong predictor of bereavement
outcomes in previous studies of family caregiving and bereavement (e.g., Schulz, Boerner,
Shear, Zhang, & Gitlin, 2006). Items reflect caregiving benefits such as “made me feel
useful” or “enabled me to appreciate life more” (5-point Likert scale; disagree a lot - agree a
lot). Higher scores indicated greater caregiving benefit. Cronbach alpha in the present study
was .78.

Grief symptoms were assessed with the 13-item version of the Texas Revised Inventory of
Grief (Faschingbauer, Zisook, & DeVaul, 1987), a validated scale to assess current
symptoms associated with separation distress. Responses ranged from (1) completely false
to (5) completely true. This scale has been successfully used in large national bereavement
studies (e.g., Boerner, Schulz, & Horowitz, 2004; Schulz et al., 2006) and thus is suitable for
comparison with the family bereavement literature. Cronbach alpha in the present study

was .76.

Grief processing was assessed with a scale developed and validated by Bonanno and
colleagues (Bonanno, et al., 2005). This scale measures 5 thoughts and behaviors (e.g.,
thinking about the deceased, having positive memories, and talking about the deceased). All
items are rated on a 5-point scale for frequency of occurrence (almost never - almost
constantly). Cronbach alpha in the present study was .88.

Open-ended questions exploring HHA’s experience after patient death to which HHAs
provided responses related to the contact restrictive policy included inquiry about how they
responded to hearing about the death, how they felt about how they were notified about the
death, how they felt about how their reassignment to a new case was handled, what kinds of
interactions they had with the patient’s family after the death, what, if any, training regarding
death and dying they got from their employer, what kind of rituals took place after the death
and if they participated, and what kind of acknowledgement of patient death they would like
the agency to have in place. A coding system for the open-ended data was developed with an
analytical theme-identification approach often used in qualitative analysis (Glaser & Strauss,
1967; Miles, Huberman, & Saldana, 2014). Kappa coefficients consistently ranged from .75
to 1 (average kappa = .92), demonstrating adequate interrater agreement (for a more detailed
description of the coding process, see Barooah et al., 2015).
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Descriptives of sample characteristics and major study variables are displayed in Table 1.
Participating HHAs were mostly women reflecting the larger population of HHAs. About
one third identified as Hispanic and two thirds of the sample identified as Black. Most
HHAs were high school graduates or had at least some college. Almost one third indicated
being married or living as married, another third being divorced or separated, and a little
more than a third reported having never been married. About half of HHAs reported never
having experienced a patient death before. On average the HHAs had been working in the
profession for 6 to 7 years and cared for their deceased patient for 18 months.

Findings from group comparisons are depicted in Table 2. Addressing aim 1, HHAs from the
agency with a contact-restrictive policy were significantly more likely to express an

intention to consider other job options within the next year, as expected. They were also
likely to report significantly lower job satisfaction with respect to one of the six subscales,
supervision received in the work place. Four other subscales also indicated lower satisfaction
scores for this group (tasks at work, people at work, promotion options, and general
satisfaction), however these differences were not substantial enough to reach significance.
The only subscale with almost identical means was satisfaction with pay, which was visibly
low in both groups.

To be able to put the employment outcome findings in the larger context of the HHAS’
experience, we additionally conducted group comparisons for key relationship, caregiving,
and grief outcomes (see Table 2). While there were no group differences with regard to
perceived HHA-patient relationship quality, caregiving benefits experienced in the
workplace, or grief symptoms after patient death, HHAs from the agency with a contact-
restrictive policy reported significantly less grief processing activity (thinking and talking
about the death). Thus, findings suggest that HHAs from the two agencies were similar with
respect to the closeness of their relationship to their patient and the sense of meaning or
purpose derived from their caring role, but despite these similarities, the HHAs from the
agency with a contact-restrictive policy may have had fewer options for exchange and
processing of this experience.

Finally, to give voice to the experiences of HHAs from the agency with contact restrictive
policy, we carefully examined all responses to open-ended questions throughout the
interview for this group. Narrative accounts indicated that HHAs had developed a close
relationship with patients and family and they perceived their agency’s restrictive policy
regarding follow-up contact after patient death as problematic. When talking about this, they
also sought reassurance from us that the interview is confidential. Specifically, some
reported that they would have liked to have had such contact, to offer condolences or attend
a funeral, but abided by the agency policy (example displayed in Figure 1), whereas others
decided to go against the policy and make contact with the family after patient’s death
(example displayed in Figure 2).
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Discussion

Overall, study findings suggest that HHAs from the agency without a contact-restrictive
policy had a more positive experience at work and more opportunity to process the patient’s
death. This is a tentative conclusion as we were not able to directly test if variance in
employment outcomes is related to policy differences. It is however notable that the groups
can be characterized by differences on these outcomes, whereas similar differences do not
emerge for other key variables (e.g., relationship with patient or grief). Moreover, narrative
responses throughout the interviews in response to various interview questions reflected
HHAS’ perceptions that policy plays a role in their experience, and that the contact
restriction is perceived as a negative factor in their work life. That this theme was so present
in HHAs’ accounts despite the fact that we had not specifically asked about it is also
remarkable.

Homecare agencies with similar restrictive policies around patient death may want to
consider reviewing such policies and their possible impact on employees. Another important
question in this context not addressed in the present study may be how family members
experience the situation when an aide who has cared for their loved one does not seek any
contact after the death. A closer look at policies and protocols related to patient death and
dying in home care may benefit HHAs and their agencies by addressing a source of
dissatisfaction and discomfort among employees, and at the same time, nurture an
environment where patients and families feel cared for in a compassionate way.

It is also important to note that working in a restrictive-policy environment may impact the
HHA's relationship with their supervisor, as well as their overall perception of the agency in
which they work. Previous research has found that the quality of the supervisory
relationship, as assessed by the direct care worker, can be an important predictor of overall
job satisfaction and retention (Bishop, et al, 2008; Chou, 2012; Decker, Harris-Kojetin, &
Bercovitz, 2009). Additionally, feeling supported by the agency and facility where they
work, has also been found to influence direct care worker job satisfaction and, when
positive, to lower turnover (Bowers, Esmond, & Jacobson, 2003; Eaton, 2001). If HHAS are
experiencing a negative reaction due to the way that their supervisor and agency are
handling the death of their patient, it has the potential to threaten the quality of these critical
relationships and in turn, impact HHAS’ satisfaction on the job and even their decision to
remain in their position.

This article presents results on a topic that has rarely been examined and thus deserves
greater attention and study. With the instability present in the home care workforce,
particularly related to turnover, gaining a better understanding of agency policies that may
be impacting HHA satisfaction is important for improving the working conditions of these
workers. Though this particular facet of the described study was exploratory, it brings to
light an issue that requires additional research. Further exploration into agency policies as
they relate to patient death, family contact, and other interactions during critical transition
times are needed to better understand the effect on the direct care workforce.
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Suggested callouts
Turnover rates among HHAs are particularly high falling between 35% and 65% per year.

Research evidence has shown that HHAs who develop close ties to the patients and their
families experience significant grief when a patient dies

HHAs from the agency with a contact-restrictive policy were significantly more likely to
express an intention to consider other job options within the next year, as expected

Narrative accounts indicated that HHAs had developed a close relationship with patients
and family and they perceived their agency’s restrictive policy regarding follow-up
contact after patient death as problematic
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How did you
feel about how
staff members
were notified?

I was glad that
they told me,
because they
aren’t really

supposed to tell us

stuff like that.

So how
would you

find out?

/They would just tell\
you that the case
was closed, because
they don’t want you
to get in touch with

After your
client passed,
did you interact
further with the
family?

the client or family.

No, because our
agency doesn’t

allow us to. But
I wanted to...

Figure 1. HHA abided by policy and did not contact family
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Can you think of
anything that you
would like to see in
place to acknowledge
the death of a client?

/I think they should have a group\
to talk about it at the agency, at
least. I feel you should be able to
talk to the family and contact
them. And I think if you are close
to the patient, you should be able
to go to the memorial or the

go show respect. /
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What kind of

How did you Adter ﬁm(l;i'dchent rituals took place to
reSPond to i[:lisie ,t . rt};l(":' acknowledge your
hearing about eract urthe client’s death? Did

the death? with the family?

you participate in
this ritual?

/ I was sad. I cried. The\ /Icalled them to\
mother came and hugged see how they / \
me. The sisters came and were doing. The family had a funeral.
I hugged them. She (the How could you Is this going to get me in
client) was nice. At the not? I know it's trouble? I went but you
agency, they always say against policy. aren't supposed to. Even
don't get close. But how W if that gets me in trouble I

can you not? j %She was my client!/

Figure 2. HHA went against policy and made contact with family after client death
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Table 1

Descriptive Information on Sample Characteristics (N=80)

Mean (SD) Range N (%)

Gender (Female) 77 (96)
Age 432 (125)  24-69
Ethnicity (Hispanic) 23(29)
Race
Black 52 (67)
White 8 (10)
ﬁsign/Pacific_ Islander/ 3(4)
ative American
Other 15 (19)
Education
Grades 7-9 8 (10)
Grades 10-11 8 (10)
GED 4(5)
HS graduate 25 (31)
Some college/graduate 34 (42)
Marital status
Married/living as married 23 (29)
Divorced/separated 24 (30)
Widowed 2(3)
Never married 31 (39)

Years working as a HHA

65(6.6)  .16-29

Months since client’s death 1.08 (.98) 0-3

Months cared for client

18(29)  .03-168
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