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Abstract

Background: There is widespread agreement that the families of hospice patients need to be prepared for the final days of life, yet
current practices preparing families are not well described. Examining the gap between family needs and current practice will inform
the development of effective preparatory interventions.

Aim: The purpose of the study was to describe how hospice clinicians prepare family for the final days of life, including (1) the content
of the preparatory information, (2) strategies and timing of preparation, and whether the preparation is tailored, and (3) who prepares
families.

Design: Conventional content analysis guided this study. Individual interviews using semi-structured questions were conducted.
Setting/participants: In all, |9 hospice clinicians who provided care in the home setting from two hospice agencies in the United
States participated.

Results: Preparatory messages included information on signs of impending death, symptoms, implications of the symptoms, what to
expect next, and instructions on what to do. Commonly used strategies included listening, engendering trust, repetition, collaboration
with other disciplines, and demonstrations. Staff tailored content and delivery of messages on patient, family, and hospice factors.
Preparation usually occurred over time. All hospice staff provided preparatory information, but there are some differences by discipline.
Conclusions: Most content previous identified as necessary for preparedness is part of the current preparation. The knowledge
of the current practice in preparing families can be used to develop systematic means of assessing the factors related to timing and
tailoring, which may assist in developing preparatory messages that are effective and timely.
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What is already known about the topic?

e Family preparation for death improves caregiver outcomes such as perceived competence, having informational needs met,
family satisfaction, and hope.

e Lack of preparedness is associated with caregiver fear, anxiety, anger, fatigue, lack of adjustment, feelings of helplessness, lack
of confidence about caregiving abilities, and depression.

e Caregiver knowledge and information from hospice staff and volunteers, spiritual beliefs or practices, social connections,
respite availability, prior caregiving experience, bearing witness to suffering, and being aware of impending death support
preparedness.

What this paper adds?

e Content of preparation includes information on (1) symptoms and signs of impending death, (2) implications of the signs and
symptoms, (3) what to expect next including symptoms and expected time to death, and (4) instructions on what to do.
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disciplines, demonstration, and presence.

Implications for practice, theory, or policy

e Strategies used in preparing families include the following: listening, engendering trust, repetition, collaboration with other

e Content, delivery, and timing of preparation are tailored based on patient, family, and hospice factors.

e Comparing the current practice to family needs, there is a need to include information about family spiritual beliefs, social
connections, and unmet financial needs when tailoring information to prepare family members for caregiving in the final

days.
e There needs to be coordinated efforts between disciplines to assure that the multidimensional needs of the family are
met.
Introduction

Preparing families for the end of the patient’s life is central
to the mission of hospice. Family caregivers who are pre-
pared for caregiving and for the patient’s death exhibit
positive outcomes such as perceived competence, having
informational needs met, and family satisfaction'= and
describe higher levels of hope than those who are not pre-
pared.* Lack of preparedness is associated with caregiver
fear,> anxiety,*”’ anger,® fatigue,’ lack of adjustment,>®
feelings of helplessness,® lack of confidence about their
caregiving abilities,>7- and depression.!0-12

Family preparation for death includes knowing patient
preferences and having someone designated to make deci-
sions,!? knowing what to expect about the dying person’s
physical condition and symptoms,'32° and having suffi-
cient finances.!>!> Family preparedness is multidimen-
sional and includes medical, psychosocial, spiritual, and
practical dimensions.!3?! Communication, 4182022 includ-
ing knowing that clinicians are comfortable talking about
dying,!3 is also necessary for preparedness. Other elements
that support preparedness in family caregivers include car-
egiver knowledge!315:18.19.21.23 and information from hos-
pice staff and volunteers,!>?>24 spiritual beliefs or
practices,!>21:23 social connections,!” respite availability, '3
prior caregiving experience,?>?* bearing witness to suffer-
ing,?3?> and being aware of impending death.?°

In contrast to the literature on family preparation for
death, there is much less research specifically examining
family preparedness for caregiving in the final days. It is
important to know more about the gap between family
member needs and current practice, so effective prepara-
tory interventions can be developed. Knowing which hos-
pice clinicians are involved in family preparation can help
us develop interdisciplinary interventions that meet the
multidimensional needs of family and informal caregivers
during active dying.

Given the limited evidence about how families are pre-
pared for the final days and the documented negative con-
sequences of poor preparation, there is a need for further
research.’ The questions guiding this study were as follows:

(1) What is the content of the preparatory information hos-
pice clinicians provide to families? (2) How are families
prepared for the patient’s final days especially in regards to
the strategies and timing of the preparation, and whether
the preparation is tailored to the patient and family? and (3)
Who prepares families for the end of life?

Methods

A qualitative descriptive study was conducted. Study pro-
cedures were reviewed and approved by the University of
Wisconsin-Madison, Social and Behavioral Science
Review Board. One of the hospice organizations had a
research committee that granted approval. The other hos-
pice did not have a research committee and approval was
obtained from the CEO.

Participants

In all, 19 hospice staff members who provided direct care
in the home setting were recruited from three offices of two
hospice organizations in south-central Wisconsin, USA,
between July 2007 and September 2008. The researcher
described the study at hospice staff meetings. A total of 40
staff members volunteered, gave written consent for par-
ticipation, and completed demographic data forms. The
participants were purposefully selected for maximum vari-
ation?¢ based on variations in discipline, experience, age,
gender, ethnicity, location of office, and job title. All the
selected individuals completed a single interview. The
researcher previously worked as an on-call nurse for one of
the hospices and had worked with four of the nurses. All
participants were aware of the researcher’s background as a
hospice nurse and current role as a researcher.

Data collection and analysis

Participants were interviewed individually by the author
during working hours in a private room at the hospice.
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Interviews lasted approximately 50min and were audio-
recorded and transcribed. Notes were recorded during and
immediately after each interview. The interview questions
were developed by the researcher and reviewed for content
validity by a hospice nurse and social worker (SW), who
were not interviewed for the study. All participants were
asked the following questions: (1) Do you think that fami-
lies can be prepared for the final hours of life? (2) What is
the content of your preparation, what do you tell them? (3)
How do you prepare the family? (4) When do you prepare
them? and (5) Do you give the same message to everyone?
If not, what do you do differently? Additional probe ques-
tions were asked, if needed.

Conventional content analysis was used and began with
the first interview. Conventional content analysis is used to
describe a phenomenon, in this case hospice staff prepara-
tion of families for caregiving in the final days, when there
is limited prior research. Following a protocol for conven-
tional content analysis,?’ each transcript was reviewed and
coded by the researcher at least three times. Transcriptions
were compared to the audio-recording to assure accuracy.
Microsoft Word 2007 was used for transcription and coding.
Transcripts were first read for data immersion. Then, tran-
scripts were thoroughly reviewed and key words were high-
lighted. Codes were derived from the key words. Codes
were separated into categories and themes based on the rela-
tionship between the coded concepts, supported by inter-
view data. After the coding tree was complete, the transcripts
were re-read and recoded. Finally, the transcripts were
reviewed again to verify the coding and mark passages for
quotation. Content was compared within each interview and
across interviews for similarities and differences.

When thematic saturation was reached, no further inter-
views were scheduled. To enhance the rigor of the analysis
and trustworthiness of the findings, the following strategies
were used:?8 (1) careful documentation of each step of the
analytic process, (2) recoding the data to verify reliability,
and (3) member checking with participants reviewing the
transcripts and analysis notes and discussing their percep-
tions of the analysis with the researcher. During member
checking, there were no disagreements with the analysis.

Results

Participants included Registered Nurses (RNs), Licensed
Practical Nurses (LPNs), a Certified Nursing Assistant
(CNA), SWs, bereavement counselors (BERs) who pro-
vided pre-death counseling, and a chaplain (Table 1). They
had a wide range of experience (<lyear to >25years).
Education varied with 55% holding a bachelor’s degree or
higher. The participants were primarily female (80%). All
participants were non-Hispanic and White. The sample
was similar to the employee demographics in the agencies
involved and roughly similar to demographics of the
Hospice and Palliative Nurses Association, which is 95%

Table 1. Demographics of participants in hospice staff
interviews concerning preparation of families for death.

Discipline N=19

Registered Nurse Nine (two on-call, two per
diem, and five case managers
with on-call duties)
Licensed Practical Nurse 3
Certified Nursing Assistant
Clinical social worker
Bereavement
Chaplain
Years of healthcare experience
0-3
>3-5
>5-10
>10-15
>15-20
>20-25
>25
Years of hospice experience
0-1I
>|-2
>2-5
>5-10
>10-15
>15-20
Age (years)
26-30
31-35
3640
41-45
46-50
51-55
56-60
>60
Education
Certificate program
Associate degree
Bachelor’s degree
Masters’ degree
Religion
Christian 18
None |
Marital status
Married 16
Not married 3
Gender
Male 3
Female 16
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female and 87% White. The demographics of the region
indicate a population that is 91.1% White.

The hospices represent the range of sizes and locations
of agencies in the region. Both hospices are non-profit and
serve both urban and rural families. One hospice is large,
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Table 2. Themes and distribution of discussion by discipline.

Themes Nursing Counseling
RN, n=9 LPN, n=3 CNA, n=1 SW, n=3 BER,n=2  CH,n=1
Content of preparation
Physical signs of impending death and/or X X X X
symptoms that occur in the final days
Emotional changes that occur in the patient X X
and caregiver
Anticipated time to death X X X X X
What to expect next X X X X
Instructions on what to do X X
Strategies for preparing families
Listening to the family X X X X
Engendering trust X X X
Repetition X X
Collaboration with other disciplines X X X X X
Demonstration X X
Presence X X X
Tailoring of content and delivery—based on
Patient factors
Symptoms exhibited X
Time to death X X X X
Family factors
Healthcare or caregiving experience X
Education X X X X
Culture X X X X
Desire for knowledge about dying process X X X X
Hospice factors
Continuity X X
Staff training X X X
Timing
Over time X X X
Start early X X
Timing tailored based on patient factors
Condition changes—escalation of X X
symptoms, rapid condition changes
Medication changes X X
Timing tailored based on family factors
Assessment of family needs X X X
Family readiness to accept death X X X X
Family request for information X X X

RN: Registered Nurse; LPN: Licensed Practical Nurse; CAN: Certified Nursing Assistant; SW: social worker; BER: bereavement counselor; CH:

chaplain.

has two offices, and an average daily census of around 400
patients. The other hospice is small with an average daily
census of about 40 patients. At the time of data collection,
there were no for-profit hospices operating in the area.
Both hospices have a majority of White patients but did
not provide specific demographic information.

Content of preparatory messages

The content of preparatory messages included the following:
(1) symptoms and signs of impending death, (2) implications

of the signs and symptoms, (3) what to expect next including
symptoms and expected time to death, and (4) instructions
on what to do. A summary of the themes derived from the
analysis is in Table 2.

Signs of impending death and symptoms that occur in the final
days. Staff discussed signs and symptoms most frequently
and at the most length. All the nursing staff included
information about signs and symptoms. A wide variety of
signs and symptoms at the end of life were described
(Table 3):
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Table 3. Signs of impending death and symptoms at the end of
life included in hospice staff preparation of families.

Breathing changes
Changes in appetite and eating
Restlessness or delirium
Patient not taking fluids
Skin changes
Mottling
Jaundice
Urinary changes
Incontinence
Concentrated urine
Congestion or audible secretions
Dysphagia
Visions or nearing death awareness
How the patient smells
Pain
Possibility of hemorrhage
Body temperature
Cool extremities
Vacant look/looking past you
Vomiting
Weakness
Weight loss
Emotional changes
Bowel changes
Involuntary bowel movements
Decreased volume of bowel movements
Constipation
Vital sign changes
Blood pressure changes
Changes in pulse
Decreased activity
How they look
Social withdrawal

I talk about the breathing, probably first. Because I think
they’re going to notice that before they’re going to notice
mottling. People don’t know to look for mottling. And not
everybody mottles, or the same. Not everybody’s toes get
dusky. Not everybody’s body cools. But almost everybody
has a respiratory change. So I focus on that more than I do
anything else I guess. I also focus on the pain and restlessness.
The restlessness, be it pain or be it near death experience,
whatever it may be, those people are uncomfortable whether
it be emotionally, spiritually, physically, whatever; they’re
uncomfortable. (LPN 3)

Hospice clinicians discussed signs and symptoms as a
way of normalizing the experience:

I prepare them by doing the teaching, giving the hand-outs,
trying to normalize it for them as much as possible by telling
them what signs and symptoms they might be seeing, that they
might have, you know, they might start talking to things or
people that aren’t there in the room with them, the restlessness,
all those things. (SW 17)

Implications of the signs and symptoms. The timing and
implications of the symptoms were considered important
in the preparatory process:

I tell them is what’s happening now and what it means. What
the physical thing is saying and what it means in terms of their
dying process. What is and is not painful to them, especially
when we’re talking days to hours. (RN 10)

How long until death is expected. Staff said that families
usually want information about what to expect next and
how long it will be until death is likely to occur:

I will say, “Well it will be more like hours to days rather than
days to weeks.” Or I’ll say, “It will be days to weeks rather
than weeks to months.” And that’s a real uninfinitive [sic]
answer but it’s kind of—it appeases them, typically. And the
other thing I think they want to know at that moment is, “Are
they going to die tonight?” And I will say, “You know, I really
don’t see death as imminent, but I’ve had people make liars
out of me too. Do what you’ve got to do with the time you’ve
got left. Because I cannot guarantee if I walk out this door that
he’s not going to go. I can’t guarantee that he’ll be here three
days from now. I just cannot.” (LPN 3)

Instructions on what to do. Along with information on recog-
nizing signs and symptoms, nurses often provide instruc-
tions on what to do when the signs or symptoms occur.

How to prepare families

Strategies used in preparing families. Strategies used by cli-
nicians include listening, engendering trust, repetition,
collaboration with other disciplines, demonstration, and
presence. Both nursing and counseling staff discussed the
importance of careful listening:

And you can’t teach a family without knowing, I mean, by
listening to them you’re going to learn how they learn or, you
know, I mean, you may have a family member who needs to have
everything on paper, everything written down. But you may have
another family that you need to go and physically show them
what they have to do. You know, things like that. You can’t
without listening—basically you learn from the families. (RN 12)

Engendering trust was considered a key component in
family acceptance of the staff messages:

It makes death easier for them because they know that trusted
one who they can trust who will always tell them the truth will
be there. (LPN 9)

Clinicians work to build trust and develop relationships
with family members:

They weren’t comfortable with me. And, so, what I did was
just basically I said, you know, I’m going to go and take care
of the patient right now, get the symptoms under control and
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then when I was done I went back to the loved one that was
taking care of them and just talked and explained and we
ended up sitting and talking for a really long time and that
built their trust. (RN 12)

Another commonly used strategy is repetition. As RN
12 said, “you probably won’t say it once, you’re going to
say it a zillion times.”

Presence was also an important strategy discussed by
both nurses and counselors (SW, chaplain, and bereave-
ment). This RN talked about the differences between edu-
cation and presence:

Education and taking away some of the fear of the unknown
helps make it easier ... helping them understand what’s going
on in the disease process and the dying process. But also |
think just being a presence for them and knowing that we’re
there and knowing that we will be there for them and allowing
them to sort of say good-bye and to say what’s in their heart
and what they need to say so hopefully we can take away some
of the what-ifs, I should have done this, the regrets. (RN 14)

Collaboration with other disciplines was considered
necessary to provide a broader picture of the family
situation:

And there’s kind of some different perspectives from different
disciplines and IDT [interdisciplinary team meeting] revealed
that. (BER 19)

Demonstration was only mentioned by nursing staff,
who know how seeing and participating in care helps fam-
ily prepare:

You can talk and try to prepare them all you can, but it’s
actually more of the hands-on learning that I think that they
seem to deal with better. (LPN 5)

Tailoring of preparation. Most staff said that they tailor
preparation, but what was tailored varied. Content,
delivery, and timing of preparation were tailored based
on patient, family, and hospice factors. Patient factors
were primarily mentioned by nursing staff and include
symptoms exhibited and anticipated time to death. Fam-
ily factors included healthcare or caregiving experience,
family education, culture, and desire for knowledge
about dying. While both nurses and counselors men-
tioned family education, culture, and desire for knowl-
edge, only nursing staff mentioned healthcare or
caregiving experience. This hospice nurse used both the
family’s experience in caregiving and the patient’s
symptoms to tailor the message:

I would first I think ask you if you have ever had experience
before taking care of someone who is nearing the end of their
life. And then if you’d say, “No,” I’d say, “Well here are some

changes I'm seeing, I’m noticing that from last I was here
their breathing is different, they’re not eating as much, they
seem weaker,” and just kind of go by the symptoms I'm
seeing and explain why that’s happening. (RN 1)

Continuity of staff assignment and staff training were
hospice factors. Continuity was seen as a factor in build-
ing trust, “I do like the continuity because when I go
back they know who I am. They build a trust” (LPN 9).
Staff training was needed to have consistent family
preparation.

Timing of preparation. Another aspect of tailoring the prep-
aration concerned timing. Some of the strategies discussed,
such as incrementally preparation and repetition, were also
related to timing. Tailoring the timing was based on patient
and family factors. Nurses focused on patient factors,
including medication and condition changes. Escalation of
symptoms precipitating a crisis in care was also a factor in
timing of preparation:

Sometimes you have to do it all at once if the patient is nearing
very quickly or changing very quickly. (SW 16)

Family factors related to the timing included family
readiness to accept the inevitability of the patient’s death
and family requests for information:

Sometimes they’re just so grateful for anybody coming in
there and helping that they’ll absorb whatever you can tell
them as soon as you can. They want it laid out immediately.
Other people are like, “We’re going to get better. We’re going
to take some time.” They’re not in that frame where they want
to talk about the dying yet. But, yes, absolutely, I go from
where the patient or where that family is at. (SW 13)

Many of the nurses said that preparation should begin at
admission:

I think the one thing I feel really strongly about is from the
minute we admit someone, is that’s when we start preparing
them. So that as we see things change, that’s the norm for the
family, so when it happens it’s not a panic situation. They can
just say, “Oh yeah, we talked about this was going to happen”
and so it’s normal for them. (RN 1)

However, one nurse explained that preparation can be
started too early. This staff nurse talked about the effects of
trying to prepare the family too soon:

I don’t think they will absorb it all. I think they will absorb
what they can. And you just—and I don’t know if repeating it
is going to help. I mean, you know, because you can repeat
and you can repeat. Maybe it helps once the person is in the
more active stage of dying. That you can say, “Now see how
this is?” This is—you know, there’s more a visual with your
words. (RN 19)
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Both nurses and counselors provided preparation over
time. This more gradual preparation allowed for reinforce-
ment and repetition of the preparation. It also gave family
members time to process their experiences:

Pretty much, I would say, 99% of the time we do it over time.
There’s no way you can do it in one visit. | mean, every time
you go in there it may be a different symptom or it may be a
different situation going on and it’s an ongoing teaching
process every time. (RN 12)

Who prepares families

All the disciplines participated had a role in preparation.
Nursing staff and SWs were most involved in preparation.
There was a great deal of similarity in content, strategies,
timing, and tailoring across disciplines, but there are some
notable exceptions (Table 2). There were no themes that
were discussed only by counseling staff. SWs included
more elements in regards to content and strategies than
other counselors. Nursing staff were alone in identifying a
number of tailoring factors including the patient’s symp-
toms, the family’s caregiving experience, and the hospice’s
continuity of care. Nurses also discussed the need to start
preparation early and to tailor the timing based on changes
in the patient’s condition or medications.

Discussion

While little attention has been paid to the strategies used in
preparing families, better knowledge of preparation strate-
gies is needed to build effective preparatory interventions.
Some of the strategies, such as careful listening to the fam-
ily and interdisciplinary collaboration, have been accepted
as keys to quality care at the end of life.?>-30 Patient and
family trust in nurses has been considered a key element in
the relationship between the nurse and the family,’! par-
ticularly in hospice,32-33 but the impact of engendering trust
on the ability of staff to prepare families has not been
explored, nor have techniques to engender trust been tested
in this population. Other strategies such as repetition and
demonstration are common elements of professional prac-
tice, but the impact of these strategies on preparing fami-
lies for caregiving in the final days should be explored.
Most participants tailored their preparation by altering
the content, strategies, delivery, or timing of preparation.
Tailoring is based on patient, family, and hospice agency
variables. While most participants stressed the importance
of assessing the family member’s readiness and desire for
information about impending death, they did not discuss
how they make that assessment. Because family members
may respond to preparation differently, it is important to
assess understanding of what will happen and each person’s
preferences as caregiving changes in the final days.
Additional research is needed to understand which caregiver

characteristics affect the ability to be prepared so that assess-
ment guides can be developed.

There was a lack of consensus about optimal timing of
preparation. Previous research has indicated that the best
time to prepare caregivers may be highly individual.??
Assessing the family member’s response to preparatory
information to determine the frequency of preparation is
necessary. Repetition is also important to facilitate accept-
ance of preparation.

Much of the comparison of content, strategies, timing,
and tailoring across disciplines produced expected results.
It is not surprising the nursing staff focus on physical signs
of impending death, what to expect next, and what to do.
Nor is it surprising that nurses focus on physical indicators
such as symptoms and medications when tailoring prepar-
atory messages. It is notable that all disciplines except the
chaplain included content on the anticipated time to death,
which indicates the importance of this issue. Collaboration
with other disciplines was similarly important.

However, there are a number of surprises in the discipli-
nary comparison. SWs have more of a focus on physical
signs of impending death or symptoms and the time to
anticipated death than might be expected. They also
include content on what to expect next and instructions on
what to do in their preparatory messages. If this informa-
tion is focused on the caregivers’ reactions and responses
to the dying process, this is appropriate, but the specifics
of the content were not discussed. It would be expected
that SWs would prepare family for the emotional changes
that are likely to occur in the patient and the caregiver, but
this was addressed by the nurses and the chaplain in this
sample. It may be that the SWs thought this was obvious,
but this gap requires additional scrutiny. Similarly, one
might expect nurses to base their timing of preparation on
an assessment of family needs, which was mentioned by
the LPNs, SWs, and BERs, but not the RNs. Nurses need
be performing assessments of family needs related to prep-
aration for caregiving in the final days and using this infor-
mation to develop the messages and timing of preparation
for families.

Identifying gaps in the current preparation of family for
caregiving at the end of life begins with comparing how
hospice clinicians prepare family with what families need
to be prepared (Table 4). Most of the content that is consid-
ered necessary is part of the current preparation. In addi-
tion to the previously identified needs, this study describes
inclusion of information on the emotional changes that
occur in the patient and caregiver. In this study, knowing
the patient’s treatment preferences was not discussed. This
may be because discussion of advance care planning usu-
ally takes place before or during hospice admission. But
further exploration of patient preferences particularly
regarding symptom monitoring and management, who
should be present and providing care, and preferred loca-
tion of death would be beneficial.
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Table 4. Comparison of previously identified needs for family caregiver preparation and what is currently included in hospice staff

member preparation of families.

Previously identified need

Included in current preparation

Content

Caregiver knowledge,'3'5-1921.23 including e Physical signs of impending death

e Knowing what to expect about the patient’s physical e What to expect next including

condition'# signs and symptoms

e Symptoms'*

e Recognizing signs of imminent death'#
Prognosis'3.!5-19.21.23 Anticipated time to death
Having the patient’s treatment preferences in writing/ ACP/
knowing patient preferences?'32!

Emotional changes that occur in the
patient and caregiver

Instructions on what to do for Instructions on what to do

e Physical care'

e Symptom monitoring and management'#

Strategies

Good communication with healthcare professionals about e Listening
dying'420 e Engendering trust

e Careful listening'3.!5-19.34 e Repetition

e Demonstration?? e Demonstration

e Presence

Tailoring factors—patient

Prognosisl3,l5—l9,2l,23

Time to death

Tailoring factors—family

Prior caregiving or life experiences'!2223
Awareness of death20-23

Spiritual beliefs or practices'>2!23

Social connections'®

Financial needs met!3!

Bearing witness to suffering?223.25
Cultural concerns?!

Healthcare or caregiving experience
Family readiness to accept death

Culture
Education

Tailoring factors—hospice

Information given by hospice staff and volunteers!>22-24
Respite availability's

Staff training

Continuity of care

The most notable gaps concern family factors that
affect tailoring. Patient and family spiritual beliefs or prac-
tices and social connections are important issues when pre-
paring families,!%!3 which were not well addressed in this
study. Awareness of whether the family’s financial needs
are met is another important element that was not dis-
cussed. Finally, bearing witness to suffering is a factor in
family preparation according to a previous research, with
the patient’s suffering sometimes being the trigger to the
family member’s openness to preparatory knowledge.?

The findings of this study are meant to begin the
description of home hospice staff perceptions of preparing
family for the final days and are not intended to be general-
ized to other care settings or providers. The sample
included staff from three offices of two hospice organiza-
tions in one geographic region and it is possible that

participants were describing experiences with some of the
same patients and families. Both nursing assistants and
chaplains were represented by a single interview, which
makes it difficult to determine whether the variations are
related to the individual or the discipline. The coding and
content analysis were done by a single researcher, whose
previous experience as a hospice staff nurse and researcher
informed her perspective. Both the hospice staff and the
patient population were White. While the sample is repre-
sentative of the population of hospice staff and hospice
patients in this region, it does mean that the results are cul-
turally limited.

This study provides initial evidence of differences in
approach to preparation of family members by discipline,
with nurses focusing on symptoms and tailoring messages
on previous caregiving experience. While repetition of key



136

Palliative Medicine 29(2)

elements by both counselors and nursing staff assists in
preparation, preparatory messages should be planned so
that key elements are addressed by the appropriate clini-
cian. A simple way to assure such coverage would be to
develop a checklist of key elements that could be used to
document preparation by all disciplines.

The gaps between family needs and the current prac-
tices can be addressed immediately by hospice clinicians.
Assessing additional factors such as family spiritual beliefs
and social connections will assist in more effective tailor-
ing of preparatory messages, as will assessing the ade-
quacy of finances and family response to the patient’s
suffering. Understanding the current practice in preparing
families can also be used to develop systematic means of
assessing the factors related to timing and tailoring. This
may lead to development and testing of assessment instru-
ments and preparatory messages that are more effective
and timed so that families have the information when it is
needed and when it can be absorbed.
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