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ABSTRACT

Objective: Previous studies reveal that many terminally ill patients never receive hospice
care. Among those who do receive hospice, many enroll very close to the time of death.
Nationally, between 1992 and 1998, the median length of stay at hospice declined 27%,
from 26 to 19 days. In our prior study of 206 patients diagnosed with terminal cancer and
using hospice, we found that one-third enrolled with hospice within 1 week prior to death.
Late hospice enrollment can have deleterious effects on patients and their family
members. The aim of the present study was to characterize common experiences of
patients and primary family caregivers as they transition to hospice, focusing on
caregiver perceptions of factors that might contribute to delays in hospice enrollment.

Methods: We conducted in-depth interviews with a purposive sample of 12 caregivers
selected from a population of primary family caregivers of patients with terminal cancer
who enrolled with hospice in Connecticut between September 2000 and September 2001.
Respondents represented different ages, genders, and kinship relationships with patients.
Respondents were asked about the patient’s care trajectory, how they first learned about
hospice, and their experiences as they transitioned to hospice. NUD*IST software was
used for qualitative data coding and analysis.

Results: Constant comparative analysis identified three themes common to the
experience of transitioning to hospice: (1) caregivers’ acceptance of the impending death,
(2) challenges in negotiating the health care system across the continuum of care, and (3)
changing patient—family dynamics.

Significance of results: Identification of these themes from the caregivers’ perspective
generates hypotheses about potential delays in hospice and may ultimately be useful in
the design of interventions that are consistent with caregivers’ needs.
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INTRODUCTION Medicine, 1997; Bradley et al., 2000; Friedman
et al., 2002), and among those who do receive hos-
pice, many enroll very close to the time of death
(Christakis, 1994; Christakis & Escarce, 1996; Far-
mon & Hofmann, 1997; Frantz et al., 1999; Bradley
. ‘ et al., 2002). Nationally, between 1992 and 1998,
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of 206 patients using hospice, we found that one-
third enrolled in hospice only 1 week before their
death, and nearly 17% enrolled less than 4 days
before their death (Bradley et al., 2002).

Late enrollment with hospice is an important
phenomenon because of its potential impact on
the quality and comprehensiveness of hospice care
provided to the patient and family (Naik & De-
Haven, 2001). Very brief lengths of stay may re-
duce the ability of hospice staff to assess patient
and family needs and to prepare adequately for
the impending death, thus limiting the full ben-
efits of hospice care. Recent studies have demon-
strated important differences in the type and
intensity of care received by those with very short
hospice enrollments compared to those with lon-
ger enrollments. In one study, 60% of physicians
believed their terminally ill patients would have
benefited from earlier hospice enrollment (von
Gunten et al., 1995). Further, although there are
few studies of delays in hospice enrollment on
family well-being, our earlier work indicates that
caregivers of patients with very short hospice en-
rollments are three times more likely than those
with longer stays to suffer major depression in
the 6 months following the death (Bradley et al.,
2002).

Despite the prevalence of late hospice enrollment
and the potentially negative impact on patients and
family caregivers, we know relatively little about
the experiences of patients and family caregivers as
they transition to hospice. Several studies have
documented the lack of meaningful communication
about prognosis and hospice among physicians, pa-
tients, and caregivers at the end of life (Gochman &
Bonham, 1988; Miyaji, 2002; von Gunten et al.,
1995; Hanson et al., 1997; Bradley et al., 2000), the
inherent difficulty of accurate prognostication, and
the limitations in current methods of advance care
planning (Emanuel, 1995; Lynn et al., 1995; SUP-
PORT Investigators, 1995; Lynn & Goldstein, 2003)
that characterize end-of-life care in the United
States. What is less understood, however, is the
nature of transitioning to hospice, including the
experiences and challenges faced by patients and
caregivers who are “at the crossroads” between cu-
rative and palliative care.

The aim of the present study was to identify
common experiences of primary family caregivers
as they transition to hospice to understand factors
that might contribute to delays in hospice enroll-
ment. Identification of reasons for delayed enroll-
ment from the caregivers’ perspective adds depth to
the understanding of delayed use of hospice, and is
useful in the design of interventions that are con-
sistent with caregivers’ needs.
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METHODS

Study Design and Sample

We conducted a qualitative study with 12 family
caregivers who were the primary caregivers for
patients with terminal cancer who were enrolled
with the largest hospice in Connecticut between
September 2000 and September 2001. As is com-
mon in qualitative studies (Glaser & Strauss, 1967,
Patton, 2002), our sample was purposive. The sam-
ple was a subsample of respondents from a cross-
sectional study of 206 patient-identified primary
family caregivers of terminally ill adult patients
in Connecticut. A total of 16 caregivers were in-
vited to participate in the study. Of those invited
to participate, 12 agreed to do so (4 reported
being too busy with caregiving responsibilities or
being too emotionally drained), resulting in a re-
sponse rate of 75%. Respondents represented dif-
ferent ages, genders, and kinship relationships
with the patients. Two respondents were inter-
viewed before their relative had died, and 10 were
interviewed following the patient’s death. This
study was approved by the Institutional Review
Boards at the Yale School of Medicine and the
participating hospice.

Data Collection

In-depth interviews were conducted with each par-
ticipant by one of two interviewers (E.H.B., D.S.G.).
Using an open-ended interview guide, caregivers
were asked about the patient’s care and illness
trajectory within the month preceding enrollment
with hospice, how they first learned about hos-
pice, and their experiences as they transitioned to
hospice. Sample questions from the interview pro-
tocol appear in Table 1. Depth interviews are a
useful technique for generating narratives that
center on fairly specific research questions (Crab-
tree & Miller, 1999). Interviews lasted approxi-
mately 1 h and were audiotaped with respondents’
permission. Tapes were transcribed by an indepen-
dent, professional transcriptionist. All interviews
were completed between November 2000 and June
2002. The period of data collection was affected
by caregivers’ ability to take time to participate,
as well as by necessary rescheduling related to
the patient’s condition. One caregiver was inter-
viewed 80 weeks after the patient’s death; we
excluded these data from the analysis. This omis-
sion brought the mean number of weeks post-
death that patients were interviewed to 18.5 (range
3.5-36 weeks).
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Table 1. Sample questions from interview guide
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Area of inquiry

Question

Introduction and orientation to caregiver’s relationship
with patient

Information and decision making

Negative aspects or problems with care

Positive aspects of care

e Would you describe the type of help you personally
provided to [patient] during the last 2 months?

e How would you describe your relationship with
[patient]?

e How has this disease changed that relationship?

e Would you tell us about the time when you first
learned that [patient] could not be cured?

e What has happened since that time?

e When did you first think [patient] should start
receiving hospice care and how was that decision
made?

e What went wrong during this incurable illness and
what would have made the last few months easier for
you?

e Do you feel you got to hospice soon enough, and what
are the reasons for not receiving hospice sooner?

e What do you think the impact of starting hospice later
might have been for [patient]?

e What were the best parts of your experience since you

learned [patient] could not be cured?
e Can you offer any examples?

Data Analysis

We used the constant comparative method for qual-
itative data analysis (Glaser & Strauss, 1967; Hewitt-
Taylor, 2001). Line-by-line review and coding of the
transcripts was performed independently by three
investigators (E.H.B., D.S.G., E.C.) in a series of
steps. After two or three interviews were coded in-
dependently, the team came together in joint ses-
sions to discuss and review the coding of each
transcript. The code structure was developed ini-
tially through the first joint session and was aug-
mented with successive sessions as greater breadth
and depth of the concepts were explored in the in-
terviews and reported. At each stage, discrepancies
were resolved through discussion and negotiation un-
til consensus was reached. At the completion of all
interviews, the final code structure was reapplied to
each transcript, first independently by two research-
ers (E.C., D.G.S.) and then in a joint session with all
investigators to negotiate differences and articulate
common themes apparent across the codes. We used
QSR NUD*IST 4.0 (Sage Publications Software,
Thousand Oaks, CA) to assist with coding and analy-
sis of the data.

RESULTS

Characteristics of the Sample

Respondents’ mean age was 53 years old (range
41-67 years). Eight were female and 4 were male.
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Five were married, 5 were single, 1 respondent was
divorced, and 1 was widowed. Kinship relation to
the patient varied, with 5 being a child of the
patient (2 sons, 3 daughters), 1 husband, 1 sister, 1
niece, 1 sister-in-law, 2 daughters-in-law, and 1
friend. All respondents were White and were resi-
dents of Connecticut. Table 2 summarizes respon-
dents’ demographic information. The average time
that the patients were enrolled with hospice was
21 days (median = 26 days). Three patients re-
ceived both home and inpatient hospice; 9 received
inpatient hospice only. Six patients transferred to
hospice from home, 3 transferred to hospice from
an acute care hospital, and 3 transferred to hospice

Table 2. Caregiver characteristics

Marital Relationship

Caregiver Age Gender status to patient

1 54 F Married Daughter

2 62 F Married Sister-in-law

3 47 F Married Daughter

4 54 M Single Friend

5 44 F Single Niece

6 62 F Single Sister

7 67 M Widowed Husband

8 56 F Divorced Daughter-in-Law

9 43 M Married Son
10 41 F Single Daughter
11 43 F Married Daughter-in-Law
12 59 M Single Son
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Table 3. Patient characteristics

Hospice Home Care prior
Caregiver (total hospice to hospice
no. no. days) used? enrollment
1 26 No Hospital
2 2 No Nursing home
3 6 No Home
4 26 No Hospital
5 2 No Nursing home
6 15 Yes Home
7 1 Yes Home
8 24 No Nursing home
9 5 No Hospital
10 33 Yes Home
11 9 No Home
12 99 No Home

from a nursing home. Table 3 reports patient
characteristics.

We identified three themes common to the expe-
rience of transitioning to hospice: (1) caregivers’
acceptance of the impending death, (2) challenges
in negotiating the health care system across the
continuum of care, and (3) changing patient—family
dynamics. Themes and their subthemes are sum-
marized in Table 4.

Caregivers’ Acceptance of the
Impending Death

A common theme that emerged as participants de-
scribed the months, weeks, and days that preceded
the transition to hospice was their changing aware-
ness and acceptance of the patient’s impending
death. In some cases, caregivers described their
original denial of the patients’ terminal prognosis
gradually turning into acceptance:

Schulman-Green et al.

I thought she was going to get better. I thought,
“She’ll be fine,” you know? Until the end, that is.
I mean, then you could see she was really not
going to.... But for a long time I kept being
optimistic about it. (Caregiver #2)

Despite the fact that all patients had been diag-
nosed with terminal cancer, which has a more pre-
dictable trajectory to death than other terminal
illnesses, several caregivers reported the patients’
death to be a “shock.” Caregivers only slowly came
to realize that the patient’s death would occur very
soon despite objective facts that the patient was
terminally ill. The process by which caregivers ar-
rived at the realization that their loved one was
near death was characterized by three primary
factors: (1) caregivers’ perception that clinicians’
communication about prognosis was unclear or that
the depth of information given was inconsistent
over the course of illness, (2) caregivers’ limited
communication with patients, and (3) caregivers’
internal communication regarding the patient’s
prognosis.

Caregivers’ Perception that Clinicians’ Com-
munication Was Unclear or Inconsistent

Some caregivers reported that there was no direct
communication regarding incipient death during
discussions with clinicians or, if there were, that
direct communication did not occur until death was
very near. For example, one caregiver, describing
the way a clinician related her mother’s prognosis,
said: “I don’t feel the doctor really communicated
that this was indeed terminal.” (Caregiver #3)

Communication was described as subtle in na-
ture, with euphemisms that may have been mis-
leading to the patient and family. After being told
that her cancer had spread, the patient asked her
physician,

Table 4. Themes and subthemes in delayed hospice enrollment

Themes

Subthemes

Caregivers’ acceptance of the impending death

Challenges in negotiating the health care system across
the continuum of care

Changing patient—family dynamics

e Caregivers’ perception that clinicians’ communication
was unclear or inconsistent

e Caregivers’ limited communication with patients

e Caregivers’ internal communication regarding the
patient’s prognosis

e Inaccessibility of physicians

¢ Fragmented care

e Insurance concerns

e Between the caregiver and patient

e Within the family as a unit
e Within the caregiver as an individual

https://doi.org/10.1017/51478951504040477 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951504040477

At the crossroads: Making the transition to hospice

“So, what are we going to do?” and he said, “Well,
we can do chemo. We can try some different drugs
than we used before. We’re not at the bottom of
the barrel yet . . . I haven’t given up on you yet.”

The caregiver commented, “To me, that’s not say-
ing someone’s terminal.” (Caregiver #3)

Caregivers indicated the importance of direct,
candid prognostic information to their acceptance
of the patient’s status. The caregiver continued,

[The doctor] said to me, “Chemo’s not going to
work. If it works, it’s temporary.” So that was like
hitting me with a ton of cold water. I didn’t realize
that. But yet, once I had that information, then,
okay, now what do we do? (Caregiver #3)

Caregivers’ Limited Communication with
Patients

Caregivers’ also described their communication with
patients about the end of life as being subtle or
indirect. Often there was no tacit acknowledgment
of the patient’s prognosis. Several reasons for lim-
ited communication were described. One caregiver
explained that her mother was too afraid to talk
about her prognosis:

I think she knew but she couldn’t talk about it.
This just came to me last week. She was too
afraid to talk about it. She wasn’t—my mother
was a very practical person. Whatever you had to
do, you did ... and that was my mother’s atti-
tude. So I think if she could have talked about it,
like, “I’m going to die,” but I don’t think she could
talk about it. (Caregiver #3)

Another caregiver spoke about how her mother qui-
etly relayed her wishes, saying, “She kind of wrote
a note on wanting to be cremated.” (Caregiver #8)

Some caregivers attributed the lack of communi-
cation to the patient’s desire not to burden the
family. A daughter described her mother’s reasons
for noncommunication:

She was cool and she kept a lot from us. She
didn’t want to worry us, her children, her sons
and her daughters. She kept a lot from us. But
then it got to a point where she just needed some
care and she didn’t want us to go through taking
care of her. (Caregiver #12)

Some caregivers spoke with their loved one about

death in a veiled way, or only touched upon the
subject in the most cursory manner. The following
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caregiver described her brief end-of-life conversa-
tion with her mother and how her mother preferred
to cope with her prognosis in a way other than
through communication:

Once, a few months ago, when I was here, we
were lying in bed together at home and I asked
her if ... I said, “You don’t talk about it.” Her
main way of coping was catalogue shopping and
T.J. Maxx, when she could get out, and I wanted
her to be philosophical or reflective or spiritual or
something. That was my need, I realize. She very
clearly let me know. She said, “I know what’s
going on, but I don’t want to go there. I’'d rather
focus on getting as much as I can,” which mainly
meant shopping. (Caregiver #6)

In one family, the patient was comfortable talking
to people other than her family members about the
end of her life. The caregiver explained,

She talked to a friend of mine when she was in
Hospice . . . and the priest also. I think the priest
helped the most out of anyone, and my girlfriend,
who was pretty close to her. Just talking to her, so
she wasn’t so afraid. But she couldn’t do that
with us. [She was] afraid of dying, you know,
talking about dying. Just the unknown, or what
to expect. You know, to try to get things more
orderly. I remember that day, I said, “You want
me to give away anything?” “No, everything’s for
you. You do what you want with it.” She didn’t
want to have to deal with any of that. Yeah, I
never really knew, did she really want a wig?
(Caregiver #8)

The caregiver then relayed how her husband did
not wish to talk about his mother’s end-of-life care.

And also, I think she talked to my husband briefly,
who really didn’t even want to talk too much
about it other than, “My mom wants to be cre-
mated,” is what he said, but I wish things were
open [and that there was] more communication
about everything, even with the kids, because my
kids were very close to her.

In this family, communication was limited because
the patient and the son were uncomfortable talking
about the end of life. The caregiver summarized,

It was taboo. You didn’t talk that you were going
to die. She knew the chemo wasn’t working. She
just kept saying, “I don’t want to know, I don’t
want to know anything.” So you can’t say, “Hey,
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ma, youre dying.” It’s just not what she wanted
to hear.

Caregivers’ Internal Communication Regard-
ing the Patient’s Prognosis

Caregivers’ internal communication, or internal di-
alogue, was characterized by gradual acknowledge-
ment of the patient’s status. Internal resistance
inhibited full recognition of the patient’s physical
and mental decline and impending death. For ex-
ample, one respondent spoke about her expectation
that her mother would always rebound:

Schulman-Green et al.

Still another aspect of denial involved the care-

giver growing accustomed to the caregiver role and
believing they would continue in that role indefi-
nitely. The caregiver related,

I never thought it was going to end up that she
would be in hospice. I was just relying on myself—
the fact that I was going to take care of her. It’s
hard for me. .. I never realized how bad it was.
You just don’t think of it that way. I just contin-
ued to take care of her.

All the doctors called her the Comeback Kid be-
cause she would always. She had the mastectomy
and then she would go into [remission] and they’d
say, “Clean bill of health,” 6 months, a year, a
year and a half, two years, “Clean bill of health. . .”
So [her death] was shocking for all of us because
if they’ve done it 12 times, you think they’re
going to do it the 13th time. You get used to that.
(Caregiver #10)

Another caregiver described how he was in de-
nial that his mother would die although she was in
hospice:

It was kind of like a shock. You know, you just
expected . . . or I expected just to keep on going to
hospice day and night. . . . [Her death] appeared
sudden to us, and probably wasn’t if you stepped
back and took a realistic look. We saw enough
people come in and spend a day or two and pass
away. A couple of hours in some cases, people
were gone. So it was just like, “Gee, we’re in this
place where mom is and we’re watching all these
people die.” It never occurred to us that she was.
(Caregiver #12)

In a similar case, the caregiver had grown ac-

Challenges in Negotiating the Health
Care System across the Continuum of
Care

Respondents identified several issues related to the
health care system that made the transition to
hospice more complex. These issues included inac-
cessibility of physicians, fragmented care, and in-
surance concerns.

Inaccessibility of Physicians

Several caregivers perceived the patients’ physi-
cians as inaccessible during the terminal phases
of their loved ones’ illnesses. One respondent
complained,

His [the physician’s] office is like insanity, and he
doesn’t talk to you. He doesn’t return your phone
calls. He doesn’t give you an appointment. It’s
like this is not your doctor.” (Caregiver #10)

Caregivers also described having difficulty inter-
acting with clinicians when several providers were
involved:

It’s hard to even get a hold of the doctors. Like
one doctor was in charge of chemo, another was in

customed to the effects of illness on his wife and
was deceived by what he perceived to be a well-
functioning patient, as this exchange illustrates:

charge of radiation. You didn’t know who to call. . .
it was hard to get in contact with them, because
basically we didn’t know them . .. and they were

Participant: . . . She walked to the car. Got in the
car herself. And that’s the part that’s hard to
accept.

Interviewer: Her walking to the car.

Participant: She wasn’t that disabled. She wasn’t
that. ... I don’t know how to put it into words.
She looked fine to me. I mean, I suppose you can
just get used to her illness. . . (Caregiver #7)
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in a hurry when they did call you back. . .” (Care-
giver #2)

Inaccessibility of physicians was frustrating to
caregivers because they felt they did not have the
information they needed about the patient:

Well, I wish we had been able to talk to the doctor
more. You know, to really get more feedback.
Because we were really in the dark, and I think
that is not a good situation.” (Caregiver #2)
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Fragmented Care

Respondents noted that the patient was trans-
ferred multiple times to different care settings prior
to getting to hospice. Patients were referred to non-
hospice providers such as nursing homes, rehabili-
tation facilities, or home care when hospice-level
services probably would have been a more appro-
priate care setting. The case of Mrs. P. illustrates
this experience:

Mrs. P. had been living with breast cancer for about
27 years. Over time, the cancer metastasized to
her jaw and lung. Recently, she became more ill
than she ever had been before, and was admitted
to the hospital. She was then discharged to a re-
habilitation facility because she only had 30 days’
worth of insurance. At rehab, Mrs. P. was unable
to do the required exercises, so she was discharged
home with 24-hour care after 5 days. The family
felt her home attendant was not providing proper
care and asked her to leave. Caring for Mrs. P.
became overwhelming to her daughter, who felt
that Mrs. P. was too ill to be cared for at home.
“Every 5 minutes she was in pain and uncomfort-
able and sick, and I couldn’t make it better.” She
called the Hospice Liaison, who sent a represen-
tative to the house. “Why is your mother here?
Why is she not at hospice?” “Because the doctor
said that she is not ready.” “Not ready? I hope your
mother makes it to hospice. This is so close.” Mrs.
P. died at hospice about a month later. Although it
was only a week between the time Mrs. P. was dis-
charged from the hospital to the time she was ad-
mitted to hospice, Mrs. P.’s daughter said, “It was
a hell of a lot of moving for my mother in that
condition—from the ambulance at the hospital to
[the rehabilitation facility], then from the [reha-
bilitation facility] to [home], then from [home] to
hospice. I mean, all of that took a toll on her.” Mrs.
P’s daughter wondered why her mother hadn’t
been directly transferred to hospice: “. .. it took
us that time to scramble, to figure out what are
we going to do. So we did take her back home.
Again, why didn’t she go from [the hospital] to hos-
pice?” (Caregiver #10)

Insurance Concerns

Insurance coverage for the terminal phase of pa-
tients’ illnesses posed challenges for some caregiv-
ers. Some reported having to “game” the system
to obtain coverage for hospice care. For instance,
one caregiver related her experience with her loved
one whom she believed was ready for hospice, but
who did not meet Medicare standards for hospice
coverage:
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The help is not there. You’re on Medicare, and you
can only get so much. It’s frustrating. ... Her
oxygen level had to go low enough [to be eligible
for the Medicare hospice benefit], so the doctor
would have her literally running up and down the
hall trying to get this oxygen level under the
certain magical number that entitled you to extra
care. (Caregiver #11)

Changing Patient-Family Dynamics

A third theme was changing patient—family dynam-
ics. This theme was characterized by three discrete
yet related dimensions: (1) the caregiver-patient
interaction and relationship, (2) the family as a
unit, and (3) the caregiver as an individual.

Change in Caregiver—Patient Interaction and
Relationship

The months and weeks leading to the transition to
hospice were filled with complex changes in the
interactions and relationships of the caregivers and
the patients. The change was painful for some care-
givers. In one case, the caregiver described a change
from “being a friend” to being the recipient of her
mother’s anger and frustration:

[She] got disoriented or somewhat delusional, but
she always basically knew who I was and that I
was her daughter and that I was her friend.
Whereas [other times] she just got totally angry
with me. She was angry at everyone, but espe-
cially me. That was quite an eye-opener. It was
[hard] because you've never experienced it be-
fore, and here you've been the caregiver all this
time and you thought this is the way things are,
and then very quickly one day . . . things change.
(Caregiver #8)

Change in the Family as a Unit

A central aspect of the family dynamics was dis-
agreement about the care plan for the patient. In
one case, the children disagreed about their moth-
er’s treatment plan:

My sister, [name] ... had power of attorney at
that time, and [my other siblings and I] were
against the morphine, so what happened was [the
hospital] had another hearing saying that we
weren’t complying, that we were against the mor-
phine . . . the next thing we knew, they contacted
[name] and they had her sign my mother into
hospice against our wishes. My mother was never
a candidate for hospice. (Caregiver #1)
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This disagreement strongly affected the family:

I don’t think it will ever be the same . . . there’s 7
of us, and . . . we were angry with [name] because
of what happened. She refused to sit with us at
the funeral. It tore the whole family apart.

Change in the Caregiver as an Individual

Yet another dynamic that arose during the transi-
tion to hospice was when caregivers experienced
changes in their self-perception due to the patient’s
illness and their own role changes within the family
unit. One respondent described how caring for her
mother made her think differently about herself as
a person:

I knew she really needed me and she always de-
pended on me anyway and she trusted me, and it
made us closer because it was like I was the only
one who could . . . she couldn’t take care of herself
in any way. . . . It made me feel overwhelmed with
responsibility, but I knew that it wasn’t like she
was trying to guilt me into doing something. It
was just like I accepted that that was what had to
[be done]. I was the one to deal with it, and that’s
how it was. So I had to do [it]. ... It was hard. It
was upsetting. I mean, it took me to places I'd
never been before in the sense of fear and respon-
sibility, because what if she dies while I am here?
... So0 it was very stressful and it was a negative
experience for sure, but it did make me realize
how you do rally in a moment, like as an individ-
ual, what you need to do. I mean like, just in the
sense of carrying my mother to the bathroom and
wiping her and stuff. I mean, I never thought I
could change her diaper. It’s just, when you think
about it, it’s like I can’t go there, but then you’re
there and there’s no other option. So you do things
that you just never thought you could do, so that’s
the gift, in realizing you really can do. You can be
quite extraordinary when you need to be. (Care-
giver #10)

DISCUSSION

This study found three themes common to patients’
and caregivers’ experiences of transitioning to hos-
pice: (1) caregivers’ acceptance of the impending
death, (2) challenges in negotiating the health care
system across the continuum of care, and (3) chang-
ing patient—family dynamics. These themes illus-
trate some complex dynamics that may emerge
during the transition to hospice. Themes did not
differ notably between respondents who were inter-
viewed before or after their relative’s death.
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One phenomenon that influenced caregivers’
awareness of the patient’s impending death was
difficulties in communication between the clini-
cians and caregivers. Several caregivers reported
that clinicians withheld bad news or couched the
bad news in euphemism. As found in other studies
(Seale, 1991; Miyaji, 2002; Schulman-Green et al.,
2005), this may reflect clinicians’ desire to main-
tain hope, their discomfort discussing prognoses, or
their underestimating what the caregiver or pa-
tient wished to know about the illness. On the other
hand, caregivers noted changes in their own will-
ingness to hear bad news as their own cognitive
and emotional states changed, often from denial to
gradual acceptance of the impending death.

Although patients and family caregivers must
accept the reality of the patient’s situation before
they are able to transition to hospice, the process of
gaining awareness and moving toward acceptance
may also delay hospice enrollment. This study sug-
gests that, when arriving at the crossroads where
hospice is an option, patients or caregivers may not
always make purposeful decisions. The intention-
ality of getting to hospice may be affected by the
caregiver’s degree of awareness and acceptance of
the patient’s condition. Accordingly, the decision to
enroll with hospice may not reflect careful, deliber-
ate planning based on objective assessment of the
patient’s disease progression, but rather a complex
process of awareness and acceptance of the pa-
tient’s condition, needs, and alternatives.

Even with optimal communication and timely
acceptance of the terminal illness and need for
hospice, insurance and systems constraints persist.
Although such impediments are not unique to hos-
pice, they seem to be particularly pronounced as a
result of confusion over reimbursement policies,
involvement of additional providers, changes in care
setting, and inadequate planning for end-of-life care.
Additionally, current emphasis on patient rights
and privacy of medical information may preclude
imparting of patient information that is essential to
the caregiver’s efforts to develop appropriate care
plans.

We also found that the introduction of a termi-
nal illness into a family can have a powerful and
changing effect on relationships among family
members and that negotiating family dynamics
may also delay decisions to enroll in hospice. Pre-
vious research has described how cancer affects
the patient and his or her family (Northouse, 1984;
Lewis, 1986; Rolland, 1999) and how caring for a
patient with cancer may adversely affect family
caregivers, particularly when caregivers are not
prepared or lack the resources to take on this new
and difficult role (McCorkle & Pasacreta, 2001).
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Our results corroborate that the introduction of a
terminal illness creates new interactions, conflict,
and stress among family members that may not
be present under normal circumstances. Our find-
ings also indicate that the pressure of making the
hospice decision may influence family interactions.
Coming to terms with a terminal diagnosis was
described as a stressful task for families. Transi-
tion periods may be even more stressful because
of the new issues that arise. The very decision to
enroll in hospice may provoke difficult familial
issues. For example, if family members were pre-
viously not good collaborators or communicators,
those dynamics may worsen in this crisis situation.

As challenging as the caregiver role was for care-
givers, some voiced wanting to continue in this role
because it meant the patient was still alive. For
these caregivers, it was easier or safer to remain a
caregiver indefinitely than to face the idea of the
patient’s death. Additionally, the death of the pa-
tient would force yet another role transition and
adjustment within the caregiver as an individual,
the first being from noncaregiver to caregiver, and
the second from caregiver to bereaved. Ironically,
although caregivers in our study indicated that
hospice helped with their role adjustment and ac-
ceptance of the patient’s death, fears regarding
these role adjustments may delay hospice enroll-
ment and the help hospice offers.

There are important issues to consider in inter-
preting our findings. First, the study was con-
ducted in one state and with patients and caregivers
enrolled in a single hospice. Second, the data were
collected over 19 months, a longer time frame than
would have been optimal. During this time frame,
changes may have occurred in relevant system and
provider level factors that influenced caregiver ex-
periences. We are, however, unaware of any such
changes. Finally, all the respondents were white,
and some kinship relationships were not repre-
sented in our sample. Hence, additional themes
might become apparent in a broader sample of care-
givers. Nevertheless, this qualitative study reveals
new and subtle facets of the transition to hospice
that may delay enrollment and lays the ground-
work for future research with larger and more di-
verse samples of caregivers.

The experience of getting to hospice is character-
ized by complex interplay among patients, family
members, clinicians, and the health care system.
We hypothesize that these complexities may con-
tribute to delayed hospice enrollment. Future re-
search might test this hypothesis empirically. This
study illustrates the complexities of making the
transition to hospice and reinforces the need to
encourage services that help patients and their
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caregivers navigate one of life’s most challenging
crossroads.
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