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Care workers’ experiences discussing financial issues with families
facing end-of-life decisions
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ABSTRACT

Numerous studies have confirmed the presence of financial difficulties for families when a loved one is at the end of life. How-
ever, few studies examine the discussions family members have with care workers about financial issues during end of life. The re-
search presented here examines the experiences that care workers have with family members expressing financial concerns and how
care workers respond. I conducted in-depth interviews with fifty-eight care workers, defined in this study as clergy, patient advocates,
and nurses who had experiences talking with families about financial issues. Transcripts of the interviews served as the data set. I
transcribed, coded and analyzed the data. Families talk about financial issues openly, although sometimes guiltily. Some families
express difficulties implicitly, and in these cases, care workers often had to piece together information based on other statements
and behaviors of the family. Care workers suggest solutions at the interpersonal, organizational, inter-organizational, social, and na-
tional levels. Findings also support prior research that it is important for families to have end-of-life discussions before death is im-
minent so that families may plan accordingly, and offer insights about care workers and their role in making financial discussions
easier for families.

Introduction
Correspondence: Paula Hopeck, Department of Communication
Studies, Bloomsburg University, 400 E. Second Street, McCormick
Center for Human Services 1102, Bloomsburg, PA 17815-1301.
E-mail: phopeck@bloomu.edu

End-of-life financial issues affect families all over the
world." In the United States, out-of-pocket and informal
care expenses in the last five years of life can cost between
$28,000 and $61,000.* Several types of financial burdens
exist, including paying for medical bills, paying for care-
giving, and taking unpaid leave from work to attend to an
ill family member. Of course, these burdens can also
occur all at once (see Gardiner, Brereton, Frey, Wilkin-
son-Meyers, and Gott® for a thorough review). The re-
search presented in this article elaborates on some of these
article. issues from the experience of care workers who are hav-
Conflict of interest: The author has no conflict of interest to de- ing f?'mily s FiI’St., th.iS artic.le will explore the
. existing research on financial issues in healthcare con-
cerning individuals. Next, the article will elaborate on
how findings from interviews indicated that care workers
and families both find themselves caught in a health care
system that forces family members to face difficult op-
tions, and leaves individual care workers to help families
find solutions.

Several studies have already examined how families
are affected by financial issues based on the diagnosis.
Zafar and colleagues® studied financial issues of those un-
dergoing cancer treatments and their families. They
named the financial hardships that accompany cancer
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treatment as financial toxicity, defined as “the negative
personal financial impact of cancer care among the un-
derinsured” (p. 388). After a stroke, Medicare will cover
invasive procedures at the hospital, but not the personal
care needed afterward, including assistance with bathing
and dressing.” Financial toxicity and the reality of medical

[page 107]



expenses are often unexpected, leaving those receiving
treatment and their family members ill-prepared in a sit-
uation that is already emotionally draining.

Financial issues should not be ignored when weighing
end-of-life options. Covinsky and colleagues® argued that
finances do—and should—play a role in end-of-life deci-
sions. One-fourth of participants in their study indicated
that illness had caused financial hardship, including losing
most or all their savings, or drastically altering plans (e.g.,
downsizing a home or delaying education). Tucker-Seeley,
Abel, Uno, and Prigerson® noted families cope with two
difficulties: the emotional loss of the family member and
the depletion of financial resources. In some cases, the two
are intertwined, such as when the family member who was
ill served as the primary source of income for the family.

Financial issues may affect the care that individuals
request. One study found that patients who have used up
their financial resources have more costly, aggressive
treatment because out-of-pocket expenses will be lower
than what is covered by Medicare.” Conversely, other re-
searchers have found that financial difficulties lead to less
costly, more palliative treatment.®® For example, one-fifth
of participants in one study® took less than their prescribed
medicine, or skipped appointments to help pay for their
treatment, and a smaller percentage refused treatments
due to cost. In another study, financial difficulty was
found to be associated with choosing comfort measures
over aggressive treatments.® These examples indicate that
costs have some influence over the decisions that are
made. Thus, knowing the financial status of the person
undergoing treatment and the family is critical to creating
the plan of care.

Those receiving treatments tend to be more concerned
about end-of-life finances than their proxies,'® or those
they have selected to make their decisions. They want to
discuss costs with physicians before making major deci-
sions.!" Scholars encourage physicians to be aware of fi-
nancial burdens and direct them to available resources,
such as social workers,®'>!3 or include treatment costs in
advanced care planning.'*!* Few physicians report know-
ing the financial difficulties of their patients.!! Oncologists
in one report recognized the importance of discussing
costs, but may not be able to hold effective discussions
concerning costs.®

The uninsured and those on Medicaid can be mis-
treated by medical personnel.'® Based on interactions with
physicians, those on Medicaid or without insurance can
feel ashamed. These individuals may not go to the doctor
as often as one way of dealing with the shame.!® Notably,
several of the studies cite the Affordable Care Act’s ex-
pansion of Medicaid as influential because Medicaid re-
cipients have long been perceived as lazy or undeserving
of such benefits.'® Additionally, studies report that once
Medicaid was expanded, Medicaid recipients experienced
poor treatment from medical staff (from doctors to recep-
tionists) based on their insurance status.'®"
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These studies cast light onto the tenuous state and
structure of medicine when it comes to financial issues.
Although, on the one hand, medical personnel recognize
that talking about finances are important to the healthcare
plan, the person undergoing treatment may not want to
because of prior treatment by medical staff, feeling that
they are stigmatized in some way.!®!° Another gap is that
the studies do not mention how finances might impact
end-of-life care, other than Medicaid patients are also
low-income. This would not cover individuals who are
not on Medicaid but insurance may not cover enough of
what they need for care. One of the few studies that did
address financial issues and end of life specifically was
conducted by Bossuyt ef al.,> who surveyed general prac-
tice physicians on end-of-life preferences and educational
level of families. They found that lower education levels
were correlated with accessing fewer end-of-life treat-
ment options and seeking fewer resources.>? However, the
study was conducted in Belgium, where there are policies
for equity in palliative care options, and the study did not
explore socioeconomic situations of those undergoing
treatment.

From the existing literature, it is clear that there are
several issues in the healthcare delivery system in terms
of finances. What is still unclear is how finances impact
end-of-life discussions. Additionally, the experiences of
individuals who have experienced talking about finances
have been documented, but less about the experiences of
the care workers who are helping the individuals. There-
fore, a research question is posed: what types of end-of-
life financial concerns are expressed to care workers, if
any? Additionally, once care workers are aware of finan-
cial issues, the question becomes what happens next. So,
a second research question is posed: how do care workers
alleviate the financial concerns of family members?

Materials and Method

The findings reported in this manuscript are part of a
larger dataset from a previous study. The intent of the
larger study was to examine experiences of care workers
who managed end-of-life discussions with family mem-
bers. All recruitment and interview protocol materials
were approved by the Institutional Research Board prior
to data collection.

Participants

In the initial stages of planning the overall study, sev-
eral individuals of the medical team care for the person
receiving treatment. I wanted the richest data set and to
explore several parties that may deal with end-of-life dis-
cussions, so chose to utilize maximum variation sampling,
which allows the researcher to determine if there are sim-
ilarities between those who have different backgrounds
and experiences.?’ Patient advocates act on behalf of oth-
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ers, serve as their spokespersons, and help with any issues
facing those under treatment or their families.?'* Clergy,
in addition to their primary role as spiritual and religious
support, provide emotional support,>*+?* and establish trust
with those under treatment and families more so than any-
one on the medical staff.?® Finally, nurses are typically as-
signed fewer patients than physicians, and thus develop
rapport.’2® Based on this research, I decided to exclude
physicians from the study. Additionally, social workers
sometimes serve in a patient advocacy capacity (as |
learned in my initial recruitment), and they were also in-
cluded among the participants.

Recruitment

I recruited participants through personal contact and
listservs. I contacted independent consulting patient ad-
vocates, patient advocates (or representatives) of local
hospitals and leaders of local churches. I also requested
access to organizational listservs for national groups of
patient advocates, nurses, and clergy. Finally, I attended
nursing conferences and approached presenters individu-
ally to ask if they would like to be interviewed. Some par-
ticipants contacted me because they heard about the study
from mutual acquaintances or from other participants. Re-
cruitment attempts yielded 71 completed interviews, al-
though only 58 participants discussed financial issues.
These 58 participants included 14 hospital chaplains and
parish clergy, 18 patient advocates, patient representa-
tives, or social workers, and 26 nurses, hereafter referred
to collectively as care workers. These care workers rep-
resented several different types of organizations, and their
specific organizations will be identified below.

Data collection

I conducted in-depth, semi-structured interviews with
participants, 44 over the phone and 14 in person through-
out 2012. Interviews lasted between 18 and 118 minutes,
averaging 53 minutes each. I asked all participants if they
participated in or observed family discussions with pa-
tients occurring at the end of life, then followed up with
appropriate probing questions based on their responses.
Later in the interview, I asked if families ever mentioned
or expressed concern about finances. Occasionally, par-
ticipants told me how financial concerns arose during
memorable family discussions. Those situations were also
included in the analysis.

Analysis

I recorded, transcribed, and coded each of the inter-
views. During transcription, all identifying information
was removed and each participant assigned a pseudonym.

Spradley?*3° provided the guidance for analyzing in-
terview data. I started with open coding, where I con-
ducted line-by-line coding following transcription. Any
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response that had to do with finances was categorized in
NVivo 11 as finances. Similar to the constant comparative
method, when certain patterns from the initial interviews
became noticeable, I began to ask other structural ques-
tions,” meaning that [ incorporated findings from earlier
interviews into future interviews. For example, I reframed
the financial issue as, do participants ever say, “I want to
do what’s best but I don’t...” based on terminology used
in prior interviews. After the data was coded, I specifically
focused on the finances code, known in NVivo as nodes.
The first step that I took was to divide the responses be-
tween those who stated affirmatively that they held dis-
cussions about finances, or that finances had somehow
played a role in their experience, and those who stated that
finances were never mentioned.

From there, to help organize the data further, I con-
ducted a domain analysis. A domain analysis simply al-
lows the researcher to develop semantic relationships
between terms.? A term that a participant used, foughies,
was an in vivo (or in the voice of) code.?! To analyze what
is a toughie and what is included, I looked to the rest of
her statement to understand to what she was referring,
specifically she introduced the term as a situation where
“they [the family members] wanna keep them [the patient]
alive until the end of the month so that they’ll die the first
of the next month so they don’t lose the social security
benefits for the month.” Based on this description, a
toughie did not fit into the overall financial concerns of
caregiving, medical, or funeral related to end of life costs.
Participants who did mention this type of situation noted
that this was an overall financial issue, not one related
specifically to a type of expense. Similar situations were
noticed in eight other cases given by participants. This
will be discussed below in the componential analysis.
Toughie was used by one participant and I would not clas-
sify it as a universal folk term (or a term used by several
participants in their voice)*® by care workers, but similar
situations were described. Another participant described
the rationale behind making the decision based on fi-
nances as not so nice. The phrase toughie captured this
succinctly, and the emotional toll of the situation to all in-
volved.

Following a domain analysis, Spradley recommends
a taxonomic analysis.?>?? As the frequency of financial
discussions became apparent, in later interviews, I began
to ask participants for examples of financial issues. When
doing this, I examined each of the domains related to fi-
nances and listed more specifics. For example, paying for
long-term care is an example of a caregiving expense. Fu-
neral costs include burial, cremation, and religious serv-
ices. The full taxonomy is in Appendix A.

Once I listed all the taxonomies, I conducted a com-
ponential analysis. Componential analysis allows you to
identify various attributes of a folk term.?** So, to use the
example of a foughie, since this was an example used by
a participant, foughie is a situation encountered by care
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workers when a family’s decisions are affected by finan-
cial status. A foughie usually was an issue where the fam-
ily was reliant on the person who is receiving treatment’s
welfare or social security check and delayed withdrawing
treatment. A toughie could also be a case where families
brought personal financial issues into the hospital, such
as a transfer of property ownership, but this was to a lesser
extent. Toughies were also situations that were expressed
differently. This was also included in the overall analysis,
namely, how these financial concerns were expressed.

From there, I conducted a thematic analysis. For
Spradley, themes connect subsystems together. Spradley
defined a theme as any cognitive principle, tacit or explicit,
recurrent in a number of domains and serving as a rela-
tionship among subsystems of cultural meaning (p. 186).%
For Spradley, themes can apply to multiple situations, or
domains, when speaking about analysis. One of the themes
that kept arising was the unstated but perceived expressions
of financial issues. These were not necessarily openly
stated, but perceived as related to financial issues by care-
givers. These also presume that while financial issues exist,
there are other mechanisms that families deal with the exist
beyond revealing them to care workers.

In the results section below, the domains and tax-
onomies of the financial issues will be explored in greater
depth.

Results

The first research question asked, what financial con-
cerns, if any, are expressed to care workers? As noted
above, under the domain of end of life financial concerns
were caregiving (n = 25), insurance (n = 16), funeral (n =
5), and medical (n = 3) expenses. Beginning with the strict
inclusions of the domain analysis,* such as caregiving,
insurance, medical costs, and funeral costs are kinds of fi-
nancial expenses related to end of life. Losing a job is a
result of caregiving (cause-effect),?’ and hospital or gov-
ernment will pay medical bills are beliefs about healthcare
(rationale).?” One tacit, overall theme that kept recurring
was the strain of a bureaucratic health care system that is
a burden for those who are not usually considered finan-
cially unstable, and utterly unsympathetic to those who
are financially unstable. This theme not only affects those
utilizing the healthcare system, but also affects those in
the health care system, making care workers in some
cases piecing together and searching for options to help,
and at worst, forcing themselves to detach.

Several care workers explained that financial concerns
are not uncommon to end-of-life discussions (n = 47).
About half of the concerns related to the general stress of
determining the caregiving plan (n =25). The examples
presented below sample some of the complexities that are
associated with end-of-life financial issues.

Scott,' a hospital chaplain, explained the common sit-
uation of families:
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“It happens every day because they go, for in-
stance, the patient’s terminal, they wanna go home
to die, family members, everybody works, who’s
gonna take care of that patient? You know, “Can
we afford to hire a home health? Probably not.
Now what do we do with ’em?” So there’s always
that dilemma- not always, many times that
dilemma, that’s where the finance comes in even
more so, and it’s getting worse rather than better. ..
it’s becoming more and more of an issue and of a
dilemma, “Who’s gonna take of ’em when we kick
‘em out of the hospital? I wanna do the right thing
for ’em, but I can’t lose my job for them to live 6
months at home and I can’t get my job back ...
we’ve got kids in college and I need to support
them, their tuition, I can’t afford to take Mom into
the house now and lose my job and lose my way
of supporting my family.”

Scott’s example highlights the complexity of end-of-
life caregiving that includes several issues that care work-
ers mentioned over the course of interviews. Namely,
having the family members become caregivers may not
be a possibility because the family must work. If a family
member chooses to stay home, they can take leave as part
of the Family Medical Leave Act (FMLA) which Nicole,
an oncology nurse navigator, explained as “they have to
be able to hold your job legally, they just don’t have to
pay you.”

Olivia, a hospital patient representative, explained:

“The financial aspect is a huge thing for people, it
just- it is, especially for the elderly patients, you
know, they’re living so much longer and they’re in
their 80s and money’s running out and how do you
take care of them and it does come down to the
family having to pitch in and take care of them,
and yeah, the financial aspect of it is really difficult
because you know these people are having copays
and deductibles and all of that as well.”

Olivia’s example emphasizes the burden placed on
families, and money s running out indicates that several
families are unprepared for the financial burdens at end
of life.

Similarly, Richard, a hospice nurse, noted the fre-
quency of financial issues and lack of

knowledge about financial resources.

“It seems like it’s weekly that I come up with those
sort of things, I mean I had another case where a
lady, just ran out of money on RCFE [residential
care facility for the elderly] so what are we gonna
do? Ended up having to find a skilled facility that

! All participant names are pseudonyms.
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would take her. So there, you have to pay your
monthly, there’s no government [help]. I hear that
Medicaid is now starting to look at helping with
that but for the most part, they don’t do anything.”

In addition to the frequency of events, Richard’s ex-
ample reinforces that ultimately, it is the responsibility of
the family to determine the course of action and to pay
the bill.

These three examples provide context for the range
and frequency of financial problems that families may en-
counter in terms of caring for a family member at the end
of life.

Another issue that was raised was hospice. Hospice
overall was lauded by the participants, but Shelby, a pal-
liative care nurse, explained that challenges can arise
when requesting hospice. Referring to a situation where
a woman was brought into the hospital and her son de-
cided she should receive hospice, Shelby recalled:

“There was no question that hospice would have
been paid for and the family wouldn’t have had any
expense and we got hospice arranged, he [the son]
talked to two different hospices and the nursing
home called us three times and said, “Are you
sure?” and even the son called me and I prepared
him, I said, “The nursing home is gonna call you
and tell you, they’re gonna try and do therapy with
her.” He goes, “Why would they do therapy?” 1
said, “I don’t know, but they’re going to tell you
that. All you have to do is say, ‘No, I want hospice,
we want comfort measures only, we want her to be
comfortable.’” They called him, they called our so-
cial worker twice and said, “Are you sure he under-
stands?” And we’re like, “This woman’s 99 years
old, can barely talk, can’t walk but somehow they’re
trying to what we call “skill her,” they want that
extra money from Medicare because they get more
money from Medicare if they’re not with hospice
so she’s a perfect example of what they’re doing is
wrong because anybody, anybody with no health-
care experience at all could have said, “You can’t
do therapy on this woman, she’s actively dying” but
they called three times to try and get her skilled and
not let her have hospice so those are things ... that
am having a hard time with.”

Without a care worker explaining and supporting, it is
plausible that others might reverse their decision and not
choose hospice.

Other care workers talked about how hospice, while
beneficial, is not sufficient for some families or the re-
quirements still place a strain on them. Teri, a nurse who
had worked in both hospice and oncology, recalled, that
people are surprised “that hospice isn’t somebody coming
and living at your house that’s paid for by Medicare, even
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though it’s paid for by Medicare, we weren’t in the home
24 hours a day, that was very shocking to people.”
Kathryn, a nurse liaison for a hospital system, explained,
“even with hospice, you only get a couple hours a day, so
somebody really has to be there, and often it is not even
so much that the patient financial end of it, it is that they
have to take off of work, and what impact it has on their
income in addition to whatever happens with the family.”
Although hospice is beneficial, there are still some stipu-
lations that can place a strain on families.

Financial concerns towards end of life also include fu-
neral issues. Three clergy members included the discus-
sion of opting for cremation instead of burial based on
finances. Rachel, a nurse-turned-hospice chaplain, noted
that some families she works with “are almost kind of
forced to go with like a place that does affordable crema-
tions and things like that even if that wouldn’t be their
first choice because that’s really all they can do.” Rachel’s
description of being forced and cremation not being their

first choice indicates that, while there are some options

about decisions to make, the decisions themselves may be
made for the families based on their financial status.

One rabbi, Kara, explained that financial issues put
some in contention with what their own beliefs. After ex-
plaining Jewish burial customs, Kara noted that now
“People know it does cost more to have a full burial with
opening a grave and everything like that, than if you do
cremation, it’s less expensive.” Because cremation con-
flicts with religious beliefs and law, it also demonstrates
the strain placed on families. Kara explained there is a
section in our cemetery that indicates that those who are
unable to afford the traditional burial may be forced to be
in a section of the cemetery that identifies them as not
having the financial resources.

Although financial issues are common, some care
workers observed that families feel guilty about express-
ing concerns. Lily, a clinical social worker for an Intensive
Care Unit (ICU), observed financial difficulty is a “very,
very common concern ... people always say, ‘I feel so bad
telling you this but ...”” Similarly, when asked if families
ever talked about financial issues, Naomi, a nurse practi-
tioner who also served a director of a palliative care center
for a community hospital, said, “they do, and they talk
about it guiltily, ‘I’d love to be able to take care of my
mother, but I have to work, and I can’t afford to take care
of my mother, and I have to choose one of them,’ ... and
that’s a very difficult choice.” Hannah, a nurse for a large
health organization, also said that families can feel like
“failures” in these situations.

In addition to openly expressing financial issues, fam-
ilies may also express concerns implicitly. Fifteen care
workers observed that certain behaviors and comments
indicated there were problems. One domain therefore be-
came a means-end relationship,” such as stating I have to
work, saying We need food, and complaining about care
are ways to express financial issues. For example, family
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members might say an expensive treatment was not an
option, or respond to their loved one needing more in-
home care with have to work. Samuel, a Unitarian minis-
ter, stated, “[Family members] ’ll say, ‘Oh gee, we need
food,” but they won’t say, ‘Dad’s dying is breaking us.’
Because I don’t think people give themselves permission
to say that and ... you don’t want cost to be the reason you
make a medical decision.” Samuel’s comment reflects that
other areas of family life suffer from financial issues, in-
cluding not having enough food. However, families may
be unwilling to admit the financial burden of the illness.
Similar to the families who discuss financial issues
guiltily, people do not want to discuss how costs are dis-
rupting their lives.

The toughies. As described above, there were nine
care workers who referred to some situations as foughies,
not-so-nice reasons, and heart-sinking situations for mak-
ing decisions. Eleven participants in total mentioned that
some families relied on the person undergoing treatment
as a significant source of income, which was aptly named
by Yvonne, a patient advocate consultant who also served
on hospital ethics committees, who said “[some families]
wanna keep them alive until the end of the month so that
they’ll die the first of the next month so they don’t lose
the social security benefits for the month. Those are
toughies.”

Roma, a nurse and unit-based educator, explained that
family members never outright discussed financial prob-
lems with her, but did say:

“I have heard them say quite the opposite, you re-
alize after digging around a little bit, they’re keep-
ing their 91- year-old mother alive, really sick and
really needs to move on and something comes up
and all of a sudden, you realize what’s going on ...
they won’t say, “Well, we need her income” but
it’s just like little things like, “We don’t know how
we’re gonna cope without her, we live with her,”
but that is when the light bulb goes on in your head
... “Okay, now it’s becoming clear.”

Sandra, a bedside hospital nurse, said that no one ever
spoke with her directly about financial difficulties. How-
ever, she recalled one situation where a man disappeared
from the hospital after his wife died. The staff later
learned that he had disappeared because “he had no
money-to bury her.”

Based on these comments, care workers can some-
times determine the extent to which families may be con-
cerned about finances without directly addressing them,
and be aware of potential cues for financial concerns. This
is not to say that every statement of 7 have to work from
a family member is an indirect expression of financial
problems, but perhaps should be explored in more depth
by care workers.

A smaller number of care workers also explained that
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families had no idea what was included in their healthcare
concerns. Sandra also noted with the families she works
with, “I think actually if they felt they had to pay for it
then they would have been more prone to pull the plug ...
they really believe that the government is going to pay for
it.” Ophelia, a private practice patient advocate, also noted
that in her initial assessment of her clients, she goes
through financial issues: “because first of all, a lot of peo-
ple don’t understand how their insurance even works.”

It should be noted that situations where families ap-
peared to hide issues or had an awareness of issues gen-
erally garnered sympathy from participants. Some
participants had a certain detachment or even numbness
when talking about those issues, such as Sandra from
above, and Kathryn, who noticed similar circumstances
for some families.

“You get these patients that the families will not
write the DNR/DNI because financially they’re liv-
ing on the checks so they try to prolong it, and it’s
interesting because very often those patients don’t
have visitors, or very, very infrequent visitors, but
it’s that income that they’re worried about.”

Other participants had a more critical view. Speaking
about one family he had worked with, Scott said, “there
was no question the family was wanting them to live as
long as possible because of the welfare check.” Nathan, a
private practice patient advocate, did not believe it was in
his position to talk about financial issues with families,
stating, “I consider that to be their problem.”

Helen, an ICU nurse, recalled a situation:

“We had one patient...we could not get him any
better than what he was and he was just going
down the toilet, and the wife, she agreed to with-
draw life support. But she couldn’t afford the fu-
neral. Didn’t wanna withdraw life support for two
reasons. Number one, she had to wait four days for
his disability check to come ... and then she could-
n’t afford a funeral ... so we held that patient before
we withdrew life support for like four days. Until
she got her friggin’ check ... and then she withdrew
life support and he died like within an hour, that’s
how severe he was.”

These types of situations may in fact be causing a per-
petual cycle of dysfunction in the medical field well out-
side the scope of care workers, families, and individuals
receiving treatment. Based on this research, even indi-
viduals in stabile financial situations find themselves at
the mercy of an unsympathetic system that forces them
to choose between losing their job to become full-time
caregivers, taking unpaid leave under FMLA, or paying
exorbitant out-of-pocket expenses for caregiving that
may not be covered entirely by their loved one’s insur-
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ance. Of course, there are individuals whose situation is
even worse.

Solutions to financial concerns in end-of-life
discussions

Granted, not all care workers were unsympathetic, and
many did try to help. Research question two asked how
care workers try to help. Looking at each of the identified
financial situations, I separately coded situations where
the care worker provided a solution or help. These were
coded openly, and then axially,’! where I looked for com-
mon relationships between individual solutions. I recog-
nized there were five general categories that solutions
tended to fall under. The first was interpersonal, where
care workers worked one-on-one with families to help
them with finances, including discussing finances or per-
sonally writing letters to employers asking for time off.
The second was organizational, where care workers asked
other members or departments of their own organization
for help. This included parish pastors reaching out to their
congregants. The third, inter-organizational, included
strategies where care workers reached out to organizations
outside of their own, such as volunteer agencies or funeral
homes. The fourth strategy, social, included care workers
asking family members to ask their social networks for
help. The final strategy, national, included when care
workers would remind family members of national re-
sources for them, such as FMLA or Veteran’s Benefits.

Several of these strategies were straightforward, and
involved connecting family members to resources that
would be helpful. Specifically, this section will focus on
the interpersonal strategies, or how care workers connect
with families one-on-one. These strategies typically in-
volved care workers personally signing papers and writing
letters to employers related to FMLA. Some care workers
mentioned they would help them with the paperwork. For
example, care workers can sign the paperwork or write
personal letters to excuse the family member from work.

To a lesser extent, care workers tailored their message
to the families. Gayle, a clinical social worker for an ICU,
related how she deals with the statement, “I don’t know
if I can take care of Mom,” another nuanced expression
of potential financial difficulty, and how she thinks, “my
role in that is really just helping them think through,
‘Okay, well, what are your options and how can I help you
through that.”” Gayle specifically mentioned that instead
of recommending to the family member that they should
look into certain services, that she offers to look into those
services herself. Importantly, Gayle noted she offers help
on a case-by-case basis, meaning that this might not be
covered in all situations where it is needed. It should also
be noted that several of the patient advocates that partic-
ipated often handled cases of individuals who, in addition
to caregiving expenses, could also afford to hire a patient
advocate consultant.
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While care workers noted hearing about financial con-
cerns frequently, only two indicated that part of their so-
lution was to validate the concerns of family. Lily told
family members, “Of course, of course you would be
[worried about finances], that’s normal.” Lily [points]
families in the right direction about where to find help.
Hannah, a nurse, reassured family members who feel like
failures:

“We spend a lot of time talking about care giving
being the hardest job in the world and noticing in
the hospital it takes a whole team to take care of
somebody ... those families feel like failures and
one of the things that medicine has to do is teach
them, “No you’re not a failure, you’re just only
one person.”

Although these are small statements, they may also al-
leviate one more concern during a difficult time for family
members. These statements may also help normalize fi-
nancial discussions and encourage family members to ac-
cept help offered to them. Hannah’s statement also
includes the responsibility of medicine in alleviating con-
cerns, one of only a few that appeared to recognize the
healthcare system itself is flawed and does not work for a
majority of people.

Discussion

The research presented in this article focused on the
financial concerns that families express to care workers,
and how care workers help Families do express financial
concerns toward the end of a family member’s life, in-
cluding how to handle multiple financial responsibilities.
However, some of these concerns are expressed indirectly.
I am not claiming that financial reasons or costs of care
were the sole reason for making decisions. Most care
workers, when asked about financial influences, did ex-
plicitly state no one made decisions based on finances
alone. There is limited available research that examines
the financial concerns expressed to care workers and how
care workers respond. The research presented here is one
of the few to do so.

It should be noted, that this research was conducted in
2012, immediately following the Great Recession, and
soon after the implementation of the Affordable Care Act
(ACA). However, the research asked participants to draw
on any experiences that they had over the career, and few
situations were given a timeframe. It can be assumed that
time is not necessarily a factor, and that financial issues
have affected several people over the years. While partic-
ipants occasionally mentioned factors related to ACA
(e.g., visiting hours expanded to 24 hours a day, and ques-
tions about the non-existent death panels), none of the sit-
uations noted above were a result of ACA. Additionally,
at the time of this writing, there is discussion of the ACA
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going before the Supreme Court, putting coverage for
thousands of Americans at risk. These situations should
be discussed to highlight some of the discussions that
need to happen if people are unable to financially support
themselves during end-of-life moments. This may also
lead to a greater burden on care workers to help families
find a solution to their end-of-life financial issues, or cre-
ate further detachment.

Many participants noted in their solutions that finan-
cial planners and counselors were available through the
hospital. However, a discussion may only occur when
families vocalized concerns; whereas the more implicit
expressions should also be assessed. In addition to the re-
sources that hospitals offer, one area to consider would be
greater transparency in what is included in health care
plans, such as long-term care insurance, and in-home care.
Patient advocates discussed families’ understanding about
what health insurance covers and what is financially rea-
sonable. Other research has already established that those
undergoing treatment would like to have discussions
about the costs of care.!! If such discussions were held at
an early stage of the illness, the families might also be
better prepared for what decisions to make, and have
greater knowledge of what support is available. Granted,
if the illness is recent, families may be unable to process
what is being said or see the long-term implications of de-
cisions. However, this only provides further support for
having end-of-life discussions well before decisions have
to be made.*? Finally, hospice is an inexpensive alternative
for end of life, and often has several benefits in terms of
quality of life. Hospice, while invaluable, is widely mis-
understood and also rife with problems, as explained by
one of the participants. But, even if hospice is requested
by family members, they may face pushback if the indi-
vidual is in a nursing home and on Medicare, who pays
differently if the individual is on hospice, as opposed to
skilled. This complex relationship between Medicare,
hospice, and nursing homes has been documented be-
fore,* and a more directed discussion about this relation-
ship should be explored for the future.

The most important areas of focus concern how care
workers can talk about financial issues effectively with
families without being judgmental. Authors of one study
concerning religion and end of life encouraged care
workers to explore meaning behind religious and spiri-
tual statements that family members made without mak-
ing judgements about religion.** Similar principles can
be applied to talking about financial resources. For ex-
ample, following up on why a treatment plan is not an
option or why they feel they will be unable to cope with-
out her. Knowing something is not an option would be
part of the care plan, so it is critical to understand why
family members and/or those undergoing treatment are
making such statements. Understanding the reasons why
family members have these concerns may help care
workers refer family members to the resources they
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need. These need not be financial resources, but also so-
cial support.

As noted by Hannah, one of the nurses in this study,
medicine should consider it part of their plan of care to
help families to see that caregiving is a difficult job and
they should not feel like failures when they ask for help.
But perhaps even more so what is needed is that care
workers need better training for helping individuals who
are facing financial hardships, including anti-bias training.
The bias may be a result of being part of a culture of a
system that sees financial issues as an individual problem,
and is utterly unsympathetic to the lack of resources avail-
able for working families, and to the potential needs of
ailing members who want to be at home and cared for by
their families.

That is not to say that care workers do not already
have resources and do not help, but looking at the types
of solutions care workers offer, patient advocates have the
widest range of solutions for families. Perhaps including
patient advocates automatically in any discussion of ill-
ness would be a resource to help families. Clergy mem-
bers did not hear as many financial concerns, which may
be related to their role as a spiritual counselor. Family
members may have felt uncomfortable revealing financial
hardships to them, perceive it was inappropriate to do so,
or feel as though they might be stigmatized by the church
in the future. However, Koenig* recommended more col-
laboration between religious communities and healthcare
workers, since religious communities can provide net-
works for outpatient care and volunteering. Similar serv-
ices could also be applied to financial issues. Indeed,
some of the participants in this study talked about how
they would reach out to the members of the church (or
synagogue or mosque) and ask for help.

Additionally, although several care workers discussed
financial issues, only two talked about how they validated
the concerns of the family. If care workers do not normal-
ize financial issues, families may be less likely to voice
concerns. This could even include being overly sympa-
thetic or pitying family members, which might not be as
productive. Finally, situations like the toughies exist with
little direction about how to help or what to do. It should
also be noted that some of the care workers openly ex-
pressed frustration with family members who would be
considered the foughies, which, if perceived by the family,
is not productive either. Another area for care workers
would not just be what to say to family members, but
training them to say it as neutrally as possible.

One area that might add an interesting dimension of
this type of work would be the experiences of physicians
and hospital administrators. Although I made the decision
to exclude physicians based on prior research?'?® about
who builds rapport with families, the insight of physicians
would also be of interest to the growing body of literature
on the topic. General practice physicians, who build rela-
tionships with their patients over time, may have more ex-
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perience with dealing with the topic. Those who have fi-
nancial difficulties may have also built a rapport with the
physician over the course of treatment and therefore feel
more comfortable disclosing their needs to them.

Conversely, families may be more hesitant to express
financial difficulties to physicians, Several researchers
have already established that Medicaid recipients feel
stigmatized by physicians and other providers because
their insurance (or lack thereof) status.!”"!° Hospital ad-
ministrators may not have direct contact with family
members during discussions, but they may have more
contact with families concerning billing and finances.
Olivia, a patient representative, also explained in her
interview that, following treatment, those who had
been treated would contact her to complain about care,
stating that:

“Patients have actually said this to me, ‘If I go to
my mechanic and my car’s not fixed, I don’t pay
him,” people say that kind of thing...I see more
complaints related to billing even though patients
don’t say that, they say it’s about their care and
treatment, it’s the financial that’s really driving
them to complain or they probably would have
complained that day or a week later, not six
months later when they get the bill.”

Because this article concerned family expressions, this
statement did not fit into the overall themes and it could
not be determined that this would apply to families. There
are two implications of her statement. First, it is an inter-
esting statement about how individuals can take control
of their care and navigate a difficult system. Future re-
search should examine perceptions if complaints are about
care, or about finances. Second, it would be interesting to
see if families also apply this strategy after their loved one
has passed away. Longitudinal research examining family
satisfaction with care over time that correlates with finan-
cial difficulties may also yield interesting results.

Conclusions

The research here indicates that it is not just a lack of
insurance that can lead to issues, but a lack of overall fi-
nancial resources to pay for in-home care, funeral ex-
penses, and medical expenses. The question of end of life
and family finances has no easy answers. However,
greater understanding of the issues that families face can
help hospitals facilitate discussions and create pathways
towards alleviating end-of-life issues. Research can also
help care workers navigate the system that they find them-
selves guiding families through. This study offers insight
of the issues that families face, including understanding
the underlying concerns that may exist. Knowing the con-
cerns can allow us to explore creative solutions aimed at
helping families during end of life.
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