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Background When patients enroll in hospice, they and their close family and friends (ie, caregivers) often report feeling a sense
of abandonment because of the break in routine communication with their oncology clinicians (physicians, nurse practitioners
[NP], registered nurses [RN], and/or physician assistants [PA]).

Objective To assess the feasibility of an intervention to facilitate communication between oncology clinicians and caregivers of
patients in hospice care.

Methods Caregivers of patients with cancer who enrolled in home hospice were eligible to participate. The intervention consisted
of supportive phone calls from their oncology clinicians, an optional clinic visit, and a bereavement call. The primary outcome
was feasibility, defined as >70% of caregivers receiving >50% of phone calls and >70% of caregivers completing >50% of
questionnaires. We also assessed caregiver satisfaction with the supportive intervention, stress, decision regret, and perceptions of
end-oflife care.

Results Of 38 eligible caregivers, 6 declined participation, 7 could not be reached, and 25 (81%) enrolled in the study. Of those,
22 caregivers were evaluable affer 2 patients died before the intervention began and 1 caregiver withdrew. Oncology clinicians
completed 164 of the expected 180 calls (?1%) to caregivers. The majority of the calls were made by the RN or NP. Caregivers
completed 78 of the expected 99 (79%) questionnaires. All of the caregivers received >50% of scheduled phone calls, and 73%
completed >50% of the questionnaires. During exit interviews, caregivers reported satisfaction with the intervention.

Limitations Single-institution, small sample size

Conclusions This intervention proved feasible because caregivers received the majority of planned phone calls from oncology
clinicians, completed the majority of study assessments, and reported satisfaction with the intervention. A randomized trial to
evaluate the impact on caregiver outcomes is warranted.

Funding Supported on NIH T32CA071345

patients with advanced cancer has become a
priority in the United States."” Quality metrics
identifying the components of high-quality end-of-
life care have focused on improved symptom man-
agement, decreased use of chemotherapy at the end
of life, fewer hospitalizations, and increased use
of hospice care. Patients and caregivers also con-
sider good communication with the medical team
to be a critical component of end-of-life care.’®
Interventions to improve the quality of end-of-life
care are needed.
Caregivers of patients with advanced cancer who
receive hospice services report better quality of care
and death than those receiving end-of-life care in

Improving the delivery of end-of-life care for

other settings.®® However, the transition for patients
from active cancer therapy delivered by their oncol-
ogists to end-of-life care delivered by a hospice care
team can be abrupt. Patients and their caregivers
often feel abandoned by oncology clinicians because
of the lack of continuity of care and poor communi-
cation.'”® Caregivers who note continued involve-
ment and communication with their oncology clini-
cians experience a lower caregiving burden, report
higher satisfaction with care, and recount a higher
quality of death for their loved one.'*** Therefore,
interventions that prevent abrupt transitions in care
from oncology to hospice by ensuring continued
communication with oncology clinicians are needed
to improve the quality of end-of-life care.” Recent
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FIGURE 1 The ECHO intervention assists in fostering to communication between oncology clinicians and caregivers of patients who

enroll in hospice.

ECHO, Ensuring Communication in Hospice by Oncology

findings have shown that providing concurrent oncol-
ogy and palliative care is not only feasible but beneficial
for patients with advanced cancer and their caregivers.'®2*
However, there is no standard of care for the involvement
of oncology clinicians in the care of patients receiving hos-
pice services and their families.

Although interventions may be needed, it could be chal-
lenging to deliver them given the multiple demands of
caregiving during hospice and the lack of regular contact
in clinic. We sought to assess the feasibility of an interven-
tion, Ensuring Communication in Hospice by Oncology
(ECHO), to facilitate communication between oncology
clinicians and caregivers of patients who enroll in hospice.
We also explored caregiver-reported outcomes during hos-
pice care, including satisfaction with care, attitudes toward
caregiving, stress, decision regret, and perception of the
quality of patients’ end-of-life care.

Methods

Study design

During March 2014-June 2015, caregivers of patients with
advanced cancer who enrolled in home hospice services
were eligible to participate in the study at Massachusetts
General Hospital (MGH) in Boston. The Dana Farber/
Harvard Cancer Center Institutional Review Board
approved all methods and materials. The study opened with
an enrollment goal of 30 participating caregivers. However,
due to staff transitions, we closed the study early in June
2015 after 25 caregivers enrolled.

Participants

Caregivers of patients receiving care at the cancer center's
thoracic, head and neck, sarcoma, melanoma, and gyneco-
logical disease centers were eligible within 10 days after
a patient’s enrollment in hospice. Five disease sites were
selected to participate in the intervention. We defined care-
givers as relatives or friends serving as the primary care-
giver of the patient at home during hospice care. Other
caregiver eligibility criteria included the ability to read and
respond to questions in English or with a translator, access
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to a telephone and/or computer to communicate with
oncology clinicians, and willingness to complete question-
naires. Caregivers were ineligible if the patient was partici-
pating in an ongoing palliative care trial.

To identify eligible caregivers, case managers from
both the inpatient and outpatient settings, as well as the
nurses based in participating disease centers, notified the
research team of all patients referred to hospice. If the
patient had received oncology care in one of our partici-
pating disease centers, the research team contacted their
oncology clinician/s (physicians, nurse practitioners [NP],
registered nurses [RN], and/or physician assistants [PA])
to inquire if the patient had an involved caregiver and to
obtain permission to offer study participation. If the oncol-
ogy clinician/s did not grant permission, we documented
the reason. Otherwise, with permission, research staff con-
tacted the caregiver by telephone to offer study participa-
tion and obtain verbal consent. We then sent participating
caregivers a copy of the informed consent by mail or e-mail.

Intervention
The ECHO intervention consisted of: supportive phone
calls from an oncology clinician to the caregiver; an optional
clinic visit with the oncology clinician for the patient to
address clinical questions or concerns that was offered dur-
ing the initial telephone consent; a bereavement call to the
participating caregiver (Figure 1). Initially, we designed the
intervention to have phone calls occurring twice weekly
until the patient died. However, 3 months after starting
the study, we received feedback from oncology clinicians
and caregivers that calls were too frequent, so we amended
the protocol to include phone calls twice weekly for the
first 2 weeks of the study and then weekly thereafter. Seven
months into the study, we again decreased the number
of phone calls to weekly for the first 4 weeks, every other
week for 4 weeks, and then monthly until patient death.
We informed caregivers of changes by e-mail.

Before we started the study, we conducted training ses-
sions with oncology clinicians from the participating dis-
ease centers to review study procedures and expectations
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of the phone calls. Supportive phone calls during hospice
were not a part of standard practice prior to the study. The
RN, NP or PA, and/or physician who had an established
relationship with the patient and caregiver completed the
phone calls. They decided based on their respective rela-
tionships with the patients and their workloads who would
call each week, though the majority of calls were conducted
by the RN or NP. All the clinicians had experience coman-
aging patients with hospice agencies, and our general prac-
tice is for the oncology physician to serve as the hospice
attending of record. The calls were intended to offer sup-
port and reassurance to caregivers. We did not script the
calls so that clinicians could tailor their content to the indi-
vidual needs of the caregiver, as informed by their estab-
lished relationship. The calls could include the patient if he/
she was able to and interested in speaking to the clinician.
There was no standardized communication with hospice as
part of the intervention. If a caregiver raised concerns about
symptom management during a call, the clinician would
advise the caregiver to contact the hospice team directly
or the clinician would call the hospice to discuss, depend-
ing on the clinical scenario and the clinician’s judgment.
Research staft reminded oncology clinicians to call caregiv-
ers on the scheduled date and to document the discussion
in the electronic medical record. The hospice phone num-
ber was included in the e-mail. If the call was not docu-
mented, research staff sent a reminder e-mail to the oncol-
ogy clinicians 24 hours after the call was due.

Caregiver-reported measures

Caregivers completed a demographic questionnaire at
baseline in which they reported their age, gender, race, eth-
nicity, religion, employment status, and relationship to the
patient. We collected information about patient charac-
teristics from the electronic medical record, including age,
gender, and cancer type. In addition, we administered val-
idated, self-report measures (see below). We limited the
number of measures to decrease caregiver burden:

= The Family Appraisal of Caregiving Questionnaire-
Palliative Care (FACQ-PC) measures positive and neg-
ative aspects of providing care for patients receiving pal-
liative services at home.” The 25-item measure consists
of 4 subscales measuring caregiver strain, positive care-
giving appraisals, caregiver distress, and family well-being
with good construct validity. Items are scored on a 5-point
Likert scale (1, Strongly Disagree, to 5, Strongly Agree),
with higher scores indicating more positive ratings.

= We used 6 items from the FAMCARE-20 Scale,
which measures family satisfaction with advanced cancer
care.” Items are scored on a 5-point Likert scale (0, Very
Dissatisfied, to 4, Very Satisfied), with higher scores indi-
cating greater satisfaction.

= The Perceived Stress Scale (PSS) measures caregiver
stress.?” This 10-item scale assesses perceptions of stress using
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a 5-point Likert scale (0, Never, to 4, Very Often). The scale
is scored from 0-40, with higher scores indicating greater
stress, and with mean threshold scores for stress in the gen-
eral population of 12.1 for men and 13.7 for women.*

= The Decision Regret Scale measures regret about the
decision to enroll the patient in hospice.”” The 5 items are
scored on a 5-point Likert scale (1, Strongly Disagree, to 5
Strongly Agree), with a higher summated score indicating
greater decision regret.

= We used 6 questions from the Toolkit After-Death
Bereaved Family Member Interview and a single ques-
tion from the Quality of End-of-Life Care scale to mea-
sure quality of hospice care at the end-of-life and the qual-
ity of the patient’s death.**! The toolkit interview is scored
on a scale from 0-10, with higher scores indicating higher
quality of care. The question, In your opinion, how would you
rate the overall quality of the patient’s death?, was also scored
on a scale of 0-10 Likert (0, Worst Possible, to 10, Best
Possible), with higher scores indicating better perceived
quality of death.

The baseline questionnaire included the FACQ-PC, the
FAMCARE scale, the PSS, and the Decision Regret Scale.
Initially, the study involved weekly questionnaires after
baseline that included the FACQ-PC, the FAMCARE
scale, and the PSS. However, after 3 months of study enroll-
ment, we received feedback that the questionnaires were
too frequent, so we amended the protocol and changed the
frequency to weekly for 2 weeks, then monthly thereafter
until the patient died.

Caregiver exit interview

Exit interviews included the toolkit interview, the Quality
of End-of-Life Care scale, and the Decision Regret Scale.
Caregivers also reported patients’ place and date of death.
After the first 6 caregivers enrolled, we amended the exit
interview to include open-ended feedback from caregiv-
ers. Specifically, we evaluated caregivers’ perceptions of the
ECHO intervention by asking them about their perception
of and satisfaction with the content and frequency of the
oncology clinicians’ phone calls, whether they had an in-
person visit with their oncology clinicians after the start of
hospice care, whether the clinician/s contacted them after
the patient died, and whether there were ways in which the
clinician/s could help in the future.

Data collection and storage

Caregivers were given the option of completing study mea-
sures by telephone or e-mail so that they could complete
them on a computer when it was convenient for them.
Caregivers received a link to Research Electronic Data
Capture (REDCap), a web-based, HIPAA-compliant
application that allows participants to answer question-
naires online. The exit interviews were completed by phone,
and research staff entered the data into the REDCap data-
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123 Patients assessed for caregiver eligibility

Excluded:
e 15 oncology team asked we
not contact the caregiver
e [ died before oncology
team responded

e 3 did not enroll on hospice
e 7 did not have a caregiver

7 unable to be reached

e 8 were participating in an
ongoing palliative care trial

38 Caregivers eligible

6 declined participation

e 51 were ineligible due to
being from non-
participating disease center

e 3 “too busy”
e | already receiving too many

phone calls

e 1 did not want to complete
questionnaires

e 1 overwhelmed with the

25 Caregivers enrolled

number of people already

involved

25 Enrolled

e 22 evaluable for feasibility
o 2 patients died before the intervention began
o 1 caregiver withdrew from the study
because the family wanted less contact with
the oncology clinicians
e 20 completed baseline questionnaires
o 1 did not complete
o 1 never received due to email problems
e 15 completed end of study interview/questionnaires
o 6 unable to be reached
o 1 patient withdrew from hospice
o 8 of these were completed after the
amendment that included audiorecording
e  (Questionnaire completion
o 14 completed 100% of all questionnaires

FIGURE 2 The consort diagram of the ECHO study.
ECHO, Ensuring Communication in Hospice by Oncology

base. In addition, with we obtained caregiver permission
to audiorecord the exit interviews, which were then tran-
scribed and de-identified.

Statistical analysis

The primary outcome for the study was feasibility, which
we defined as >70% of the caregivers receiving >50% of
the phone calls from an oncology clinician, and >70% of
the caregivers completing >50% of the questionnaires. All
time points for the questionnaires and the exit interview
counted toward feasibility. Exploratory endpoints included
caregiver-reported satisfaction, stress, quality of end-of-life
care, and decision-making regret.

Volume 16/Number 2

Using STATA (v9.3; StataCorp, College Station, Texas)
for all statistical analyses, we summarized participants’
characteristics and outcomes as frequencies and percent-
ages for categorical variables and mean standard deviation
for continuous variables. We used the repeated-measures #
test to assess changes in caregiver outcomes over time. We
used the Fisher exact test to compare clinically meaning-
ful threshold scores of perceived stress between men and
women.

We examined caregivers’ open-ended feedback using
descriptive analyses to summarize comments about the
intervention and to inform possible refinements for a
future study.
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TABLE 1 Patient and caregiver characteristics (N = 22)
Characteristic n (%) or [range]

Patients [n = 22)

Age, y 71 [45-83]
Gender, women 14 (64)
Tumor type
Head and neck 3(14)
Lung 9 (41)
Melanoma 4(18)
Gynecologic 5 (23)
Sarcoma 1(9)
Stage IV disease 22 (100)
Age, y 59 (19-84)
Gender, women 12/22 (55)
Education
Part college or greater 19/20° (95)
High school graduate 1/20 (5)
Race
African-American 1/20 (5)
Asian 1/20 (5)
White 18/20 (90)
Religion
Catholic 5/20 (25)
Protestant 5/20 (25)
Jewish 1/20 (5)
Other 9/20 (45)
Employment
Full-time 6/20 (30)
Parttime 4/20 (20)
Retired 7/20 (35)
Other 3/20 (15)
Relationship to patient
Spouse or partner 12/20 (60)
Son or daughter 6/20 (30)
Other 2/20 (10)
Length of relationship, y 46 (16-59)
Lives with patient, Yes 16/20 (80)
Cares for others
Children <18 y 4/20 (20)
Parents 6/20 (30)
Other 2/20 (9)

°n = 20 here and subsequently because only 20 of the 22 caregivers filled

out baseline surveys, which is where the remainder of the data is from.
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Results

Baseline characteristics

During March 2014-June 2015, we enrolled caregivers of
patients with advanced cancer from 5 participating disease
centers: thoracic, head and neck, sarcoma, melanoma, and
gynecological malignancy. We screened 123 patients to
determine the eligibility of their caregivers (Figure 2). Of
38 eligible caregivers, 7 could not be reached, 6 declined
participation, and 25 enrolled in the study (81% enrollment
rate). Of the 25 caregivers who enrolled, 3 withdrew — 2
because the patients they were caring for died before the
intervention began, and 1 who withdrew from the study
because the family wanted less contact with the oncology
clinician/s. Thus, we had data for 22 caregivers for our feasi-
bility evaluation. One caregiver stopped study assessments
after 3 months because the patient dis-enrolled from hos-
pice. Median time from the patients’ hospice enrollment to
caregiver study enrollment was 3 days (range, 1-9). Median
time from study enrollment to patient death was 36 days
(range, 2-135). Patients were receiving care from 10 differ-
ent hospice agencies.

All of the patients had metastatic cancer, and 64% were
women (Table 1). Most of the caregivers were white (n
= 18, 90%) and women (n = 12, 55%). The majority were
the patient’s spouse (n = 12, 60%) or child (n = 6, 30%),
and they lived with the patient (n = 16, 80%). Many of the
caregivers had other responsibilities in addition to caring
for the patients, including part- or full-time work (n = 10,
50%) or caring for others in addition to the patient (n =
10, 50%)).

Feasibility

Over the study period, oncology clinicians completed
164 of 180 possible phone calls (91%). All 22 caregivers
received >50% of the phone calls. Caregivers completed
78 of 99 possible questionnaires (79%), and 16 of 22 com-
pleted >50% of the questionnaires (73%). None of the care-
givers/patients wanted to schedule the optional visit with
an oncology clinician that was offered as part of the inter-
vention; however, 5 patients had a clinic visit after hospice
enrollment. In addition, 2 oncologists visited a patient and
caregiver at home. All caregivers received bereavement
contact from the oncology team.

Caregiver-reported outcomes

In all, 20 of the 22 enrolled caregivers completed base-
line measures (Table 2), and they all chose to complete
questionnaires by e-mail. Caregivers’ attitudes toward
caregiving and satisfaction with hospice services were
overall positive. They reported high mean scores on the 2
domains on the FACQ-PC of positive caregiver appraisal
(mean, 4.25; SD, 0.52) and family well-being (mean,
4.09; SD, 0.45). The majority of caregivers (75%-95%)
reported they were satisfied or very satisfied with vari-
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TABLE 2 Caregiver-reported outcomes and baseline (n = 20) and end-of-study (n = 15)

Measure Mean score (SD)
Characteristic ORnN (%)
FACQ-PC*
Caregiver strain 2.54 (0.59)
Positive caregiving appraisals 4.25 (0.52)
Caregiver distress 3.33(0.52)
Family well-being 4.09 (0.45)
FAMCARE? ‘Very satisfied or satisfied’
Control of my loved one’s discomfort 15/20 (75)
Answers hospice team gives to my questions 18/19 (95)
Baseli
aseline How much the hospice team cares about my loved 16/19 (84)
ones
How much attention hospice pays to my loved one’s 17/19 (89)
symptoms
How well is coordinated among different providers 16/19 (84)
The availability of the hospice team to my loved one 18/19 (95)
Perceived Stress Scale® 13.55 (6.08)
Above threshold for stress 8/20 (40) total
Decision Regret scale®
10.25 (14.37)
Decision Regret scale®
6.67 (13.37)
Quality of End-of-Life Care® 8.46 (1.13)
Toolkit After-Death Bereaved Family Member
Interview *
How well did hospice communicate about illness and 8.53 (1.60)
likely outcomes of care?
Etn":;’f How would you rate hospice in providing care that 8.93 (1.53)
study respected the patient’s wishes?
How well did hospice control symptoms? 7.83 (2.12)
How well did hospice make sure patient died with 9.00 (2.66)
dignity?
How well did hospice provide emotional support? 8.54 (1.56)
How would you rate overall hospice care? 8.17 (1.83)

FACQ-PC, Family Appraisal of Caregiving Questionnaire-Palliative Care; FAMCARE, Family Satisfaction With Advanced Cancer Care
2Higher scores signify more positive ratings or better care. "Higher scores signify greater stress or regret.
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ous dimensions of hospice care based on the FAMCARE
questionnaire.

Overall, caregivers reported moderate levels of stress
(mean, 13.55; SD, 6.08) based on the PSS scores. Of the
20 caregivers who completed the baseline measures, 8 had
clinically meaningful stress, and stress was numerically
higher in female caregivers than in their male counterparts,
but it did not reach statistical significance (55% vs 22%, P
=.197). Finally, at baseline, caregivers indicated relatively
low levels of decisional regret about enrolling in hospice,
although there was considerable variation (mean, 10.25;
SD, 14.37).

We conducted exit interviews with 15 caregivers because
we were not able to reach 6 of the original 21 (Table 2).
Caregivers rated hospice services highly for communica-
tion, symptom control, emotional support, and overall care.
They also rated quality of death highly (mean, 8.46; SD
1.13). Regret was lower at the end of the study, but this did
not reach statistical significance (baseline mean 9.29; end
of study mean 3.57; P = .161).

In the recorded exit interviews, all of the caregivers
responded they were satisfied with the phone calls. Two
caregivers commented that they would have preferred
the calls were more scheduled or at more suitable times.
Overall, they described the phone calls as excellent, sup-
portive, responsive, comfortable, and appreciated. All care-
givers reported contact with the oncology team after
the patient died, but one caregiver was disappointed she
was only contacted by the nurse practitioner and not the
oncologist. Participants did not feel as if there were other

ways that the oncology team could have been helpful
for them while their loved one was in hospice. Table 3
highlights other representative comments from the exit
interviews.

Discussion

As far as we know, this is the first study to assess the
feasibility of an intervention to facilitate communi-
cation between oncology clinicians and caregivers of
patients with advanced cancer who are receiving hos-
pice care. Despite the challenges of oncology clinicians
delivering an intervention to caregivers during hospice,
we found this intervention was feasible and acceptable.
Although the transition to hospice can be stressful, care-
givers reported high satisfaction with hospice care and
the quality of the patient’s death. In exit interviews, they
also reported high satisfaction with the intervention
and appreciation for maintaining their relationship with
the oncology team. It is worth noting that no caregiver
requested the optional clinic visit after hospice enroll-
ment, and most caregivers were not seen again in clinic
after hospice enrollment.

These results suggest that a simple, telephone-based
intervention of scheduled calls from the oncology team at
prompted intervals is not only feasible, but may also help
foster continuity between the patient and caregiver and the
oncology team. We received feedback from both oncology
clinicians and caregivers that the initial call frequency was
too often, suggesting that communication may not need to
be very frequent to maintain continuity and provide sup-
port. This also suggests that if the calls are too frequent,
they may be more intrusive than helpful for both oncolo-

TABLE 3 Caregiver themes and comments about ECHO study from exit

gists and caregivers. Alternatively, caregiver suggestion for

interviews
tfewer phone calls may indicate that concerns about aban-
Theme Comment . . .
donment are less prevalent than existing literature has
Maintaining | appreciated them. | did. It was a connection suggested
relationship back to the hospital. And there wasn’t a need to
with oncology engage any more than that at that point. .
clinician Limitations
) . Our study has several important limitations. The sample
Emotional The [oncology] nurse practitioner called me. We . . o1
o ; size was small as this was a feasibility study conducted at
support had a pretty close relationship [before hospice] . : . ;
so it was nice to be able to touch base once a a single tertiary care hospital, and the population was 90%
week whether it was pertaining to my mom or white and 95% college educated, which may limit the gen-
my own emotional needs. eralizability of our results. In addition, the median length
Continuity Anytime we needed anything or needed clari- of stay in hospice for patients on this study was 36 days,
of care fication on anything, [the oncology team] was which is long compared with national averages,*** and
always there for us. In fact, some of the things thus the outcomes may not represent the experience of a
that [the hospice team] usually explains, it was more heterogeneous population. The longer length of stay
CIEHLEILY R CEs el (el G TEC 26t in hospice may have contributed to caregivers” high satis-
guided us. . . . .
faction with the quality of end-of-life care.
Closure | think [there was] an unstated acknowledg- Oncologists did not grant permission for the study team
ment that everything that could have been h all eligibl . hich h .
to approach all eligible caregivers, which may have intro-
done was done.

ECHO, Ensuring Communication in Hospice by Oncology
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duced selection bias. We were also not able to reach 6 par-
ticipants for exit interviews. People less satisfied with the
intervention or with hospice may be more likely to have
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missing data, which could introduce bias into the satisfac-
tion ratings. Furthermore, we did not explore the oncol-
ogy clinicians’ perspective of the intervention or assess the
time commitment of the calls. Oncology clinicians have
many competing responsibilities and have variable experi-
ence and comfort with hospice care. Therefore, future stud-
ies should explore the perspective of oncology clinicians in
regard to the intervention.

Finally, we did not require communication with the hos-
pice agency as part of the intervention as there were ten
different hospices involved. Thus, we do not know how
the intervention impacted the hospice team’s care of the
patient. However, based upon the success of this pilot study,
future larger studies should explore the impact of the inter-
vention from the perspective of the hospice care team and
include oncology clinician communication with the hos-
pice agency.
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Conclusion

These findings demonstrate the feasibility and acceptabil-
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