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We have heard it before; home
is where the heart is and there’s
no place like home. Even the word
“home” conjures feelings of connection, familiarity, and normalcy. Home
represents a place where people feel
safe and a sense of belonging. Our
homes have the ability to shape our
very identity and provide an essential
sense of comfort, consistency, control,
and ease (Brazil, Bedard, Krueger, &
Heidebrecht, 2005; Tang & McCorkel,
2001). Knowing this, one might assume that home is the preferred place
to be, especially at end of life.
As a caregiver for my grandmother,
I witnessed the ways in which care
from a hospice team enabled her to
die at home in a supported and dignified way. As a MSW graduate student with an interest in geriatrics and
hospice I wondered about the significance of being at home at the end of
life. Do people want to die at home?
Are people able to die where they so
choose? What influences where people
die? What can I do to help people die
in the place they prefer? These were
the questions that interested me, so
much so that I made the decision to
devote nine months of research to
place of death congruence.
Place of death congruence is a
term used to describe the agreement
between where people prefer to die
and where they actually die (Bell,
Somogyi-Zalud, & Masaki, 2010; Tang
& McCorkle, 2003). In other words,
one can say that they have achieved
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place of death congruence if they die
in the place where they prefer. Place
of death congruence is important for
health care professionals, families,
and policymakers to consider and has
been identified in current literature as
“an essential component in terminal
care” (Bell, et al., p.591). My research
specifically focused on the perspective of hospice patients, as spoken by
hospice social workers.
I used a qualitative research method
that included nine, 30-minute, semistructured interviews with hospice
social workers. Four Metro Area
hospice agencies were represented in
the sample. The interviews were audio
recorded and later transcribed wordfor-word. Then, I completed content
analysis to address my research questions. As you might imagine, this was
a tedious process. But when themes
started to emerge, it was exciting.
The results of my study indicate
that patients generally prefer to die in
a place they call “home,” which can
include private residences, skilled
nursing facilities, assisted living
facilities, and/or residential hospice
homes. Although “home” may be
the preferred place of death, it’s well
understood that home deaths are not
always achievable. My work indicates
that several factors are important determinants in achieving a home death
including: culture, type of terminal illness and associated symptoms, safety,
and finances.

One of the strongest themes? My
results indicate that caregivers are
the most critical factor in achieving
a home death. Ideally, you’d have at
least three. Not only must caregivers be willing, available, informed,
and competent, they also must have
the ability to flex their roles within the
family system in order to make dying
at home possible. No easy task!
Another theme in the research
results: hospice social workers often
act as caregiver coaches in enabling
home death by maximizing caregiver
strengths and by building networks of
support. Hospice social workers aim
to enhance place of death congruence by completing effective assessments, providing a variety of supports,
educating, and providing and exploring realistic options for patients and
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families. Hospice social workers must
also provide education and translation
in order to assuage potential concerns,
address the individualized needs of
the patient and family, and recognize
and amend potentially dangerous or
unfavorable situations.

I took the “heart” aspect of Stephanie’s message to mean that working
with families in the context of traumatic grief means taking a compassionate
stance, being relationship-oriented,
strengths-based, and reflective. For
example, at the outset of her presentation Stephanie immediately encouraged the audience to take a compassionate stance when she stated that,
to help families find hope in the face
of traumatic loss, we must help them
“step inside the pain.” Stephanie
then quoted the African proverb, “If
you want to go fast, go alone; if you
want to go far, go together,” to make
the point that traumatic grief work is
relational work. At both the beginning
and end of the day, Stephanie emphasized that to help individuals heal from
traumatic grief we must help them
translate the notion, “You did the best
you could with what you had in the
moment,” from something processed
cognitively, into a core belief—something deeply felt. “Validation is vital,”
she also said, to emphasize our task of
supporting our clients’ inner capacity
for healing. Finally, Stephanie encouraged us to “be still and present” for
the families we serve. This made me
think of an image of a calm lake, and
how we can provide a safe container
for our clients by reflecting back to
them what they may already know, but
do not yet see.

My findings present some interesting implications. As advocates
involved in the care of our steadily
increasing aging population, we must
understand the barriers to dying at
home and how to support patient and
family preferences related to place of
death. Future policy decisions should
consider issues of cost efficiency surrounding dying at home versus dying
in an institution, such as a hospital or
nursing home. As professionals working with people at end of life, we must
know how to best support caregivers!
Achieving place of death congruence
at home is rarely possible without
them. Although end-of-life decisions
are complex, emotional, and obscure,
my research sought to offer some direction for future study and to enhance
quality of life for individuals facing
terminal illness.
Read the full article here: http://
sophia.stkate.edu/cgi/viewcontent.
cgi?article=1548&context=msw_papers.
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Stephanie had other key messages
for the audience as well. She stressed
that involving family members in the
work is essential for the traumatically
bereaved family. She noted that one
can work with the family members
“that are there” to create a coherent
meaning-making narrative so that,
if a family shares a story, even if it’s
negative, this is better than unshared
or confusing sets of narratives. Stephanie also pointed out that working
with traumatically bereaved families

requires that we take a systemic approach to understanding their experiences. This approach attends to the
cultural context of their stories and
also means we must pay attention to
power differentials within families and
society.
Throughout the day Stephanie wove
examples of her own work into her
presentation to illustrate her points.
Her willingness to share stories of
care that did not go as planned added
an authentic quality to her presentation that helped the audience feel she
understood the many challenges and
joys of working with families. One
nurse in attendance commented that
she found the event both informational
and inspiring. As she put it, “Sometimes in my role, you end up being
the nurse, the social worker, everything. It helps to have ideas for how
I can help in the moment and also to
know what others do to provide more
support for families. I am learning a
lot.” She was not the only one feeling
she had received valuable information
throughout the presentation. At the
end of the day, we all headed back out
into the chilly October afternoon with
our hearts and minds full, thanks to
Stephanie and the MCDES conference
planning team.
Editor’s Note: Jenni McHugh, MSW,
LGSW, is an outpatient therapist at
Hiawatha Valley Mental Health Center,
a community mental health center in
Winona, MN. She provides therapy for
children, families, and adults. Jenni’s
practice focuses particularly on infant
mental health, perinatal mood and
anxiety disorders, pregnancy loss, and
reflective practice within the field of
early childhood education. She is an
intermediate level Somatic Experiencing practitioner, offering a body-oriented approach to healing trauma and
other stress-related disorders to clients
who choose this modality.
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