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Abstract

Background: Casarett et al. tested an intervention to improve timeliness of referrals to hospice. Although
efficacious in the nursing home setting, it was not tested in other settings of care for seriously ill patients. We,
therefore, adapted Casarett’s intervention for use in home health (HH).

Objective: To assess feasibility, acceptability, and patient outcomes of the adapted intervention.

Design: We conducted a nine-week observational pilot test.

Setting/Subjects: We conducted our pilot study with two HH agencies. Eligible patients included those who
were high risk or frail (identified by the agencies’ analytic software as being moderate to high risk for
hospitalization or a candidate for hospice referral). Clinical managers identified eligible patients and
registered nurses then delivered the intervention, screening patients for hospice appropriateness by asking
about care goals, needs, and preferences and initiating appropriate follow-up for patients who screened
positive.

Measurements: We collected quantitative data on patient enrollment rates and outcomes (election of hospice
and/or palliative care). We collected qualitative data on pilot staff experience with the intervention and sug-
gestions for improvement.

Results: Pilot HH agencies were able to implement the intervention with high fidelity with minimal re-
structuring of workflows; 14% of patients who screened positive for hospice appropriateness elected hospice or
palliative care.

Conclusions: Our findings suggest the adapted intervention was feasible and acceptable to enhance timeliness
of hospice and palliative care referral in the HH setting. Additional adaptations suggested by pilot participants
could improve impact of the intervention.
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Background who determines the terminal prognosis; physicians may be

hesitant to refer seriously ill patients to hospice for fear of

HOSPICE CARE OFFERS BENEFITS to terminally ill patients, bringing up hospice ““‘too early,”” lack of training in compas-

1nclud1n§ improved quality of life and decreased symp- sionate discussion of bad news, and difﬁculty in accurately

tom burden."” Despite this, fewer than half of Medicare de- predicting a prognosis of six months or less.”® Patient-level

cedents die on hospice services.® Furthermore, the median factors also present barriers. Misunderstanding what end-of-

length of stay for those who do use hospice is 24 days, falling life care comprises is common, and patients/families may be

short of the expert-reccommended three months.*> A primary  overly optimistic in estimating prognosis, wishing to continue
reason for underutilization is delayed referrals by the physician ~ curative treatment, and denying terminal prognosis.®”"1°
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PILOT TEST TO IMPROVE REFERRALS TO HOSPICE

Methods

To improve hospice referrals, an intervention developed
by Casarett et al. for nursing home residents was adapted for
use in home health (HH).'! Casarett et al. originally tested the
intervention in a randomized controlled trial where research
staff carried out intervention activities; although efficacious,
the intervention was not widely adopted in practice. We
adapted the intervention following guidance in the Planned
Adaptation Model,'? engaging relevant stakeholders (Ca-
sarett research team and HH agencies) (Fig. 1). We retained
much of the content of Casarett et al.’s intervention (a
screening intervention where patients were asked about care
goals, needs, and preferences). Major adaptations included
changing (1) eligibility criteria to make the intervention more
appropriate for HH patients (we screened only high-risk or
frail patients) and (2) intervention delivery to improve gen-
eralizability (we adapted the intervention to be delivered
by HH staff instead of research staff). We implemented the
adapted intervention in two HH agencies to assess feasi-
bility, acceptability, and patient outcomes (i.e., hospice/
palliative care election).

Our nine-week pilot test was reviewed and approved by the
Institutional Review Boards at the University of North Car-
olina at Chapel Hill and Research Triangle Institute.

Setting

We conducted the pilot test at two North Carolina non-
profit HH agencies who had an average daily census of 211
and 270, and average length of stay of 25.5 and 21.5 days.

Participants, recruitment, and enrollment

Each HH agency identified a registered nurse (RN) and
clinical manager to participate in the pilot.

Clinical managers were responsible for identifying HH
patients who met the eligibility criteria of being ‘‘high risk”
or ““frail,”” defined has having triggered an alert for moderate-
to-high hospitalization risk (based on Centers for Medicare &
Medicaid Services methodology) or being a candidate for
hospice referral (based on a proprietary algorithm in the HH
agencies’ data and analytics software program, Strategic

Healthcare Programs [SHP]).13
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FIG. 1.
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Once an eligible patient was identified, clinical managers
alerted the study RNs. During their next HH visit, RNs re-
viewed the study with patients (or proxies, for the cognitively
impaired) and enrolled those who agreed to participate.

Intervention

RNs completed three intervention steps: (1) administered
screening questions (Table 1) to eligible patients/proxies
during an inperson HH visit, (2) reported screening results to
the patient/proxy and asked them to authorize follow-up with
their physician regarding hospice or palliative care, if the
patient screened positive, and (3) if authorized, initi-
ated appropriate referral per their agency’s usual referral
processes.

RNs recorded responses to screening questions on paper;
clinical managers uploaded data to a secure server. A posi-
tive screen was defined as any patient who had at least one
hospice-aligned care need (symptom or service need), care
goal, or care preference. Supplementary Data contains the
complete intervention protocol, which also served as the
paper data collection form.

Data sources and measures

Data sources included (1) paper data collection forms and
(2) biweekly process interviews conducted with pilot site staff
(i.e., two RNs, two clinical managers, and the HH director for
both agencies). The interviews were used to gather input on
experience with the intervention and suggestions for im-
provement. The lead author (M.A.K.) led all 30-45-minute
telephone interviews (n=4), taking detailed notes during
each.

Outcomes assessed include feasibility, acceptability, and
patient outcomes. The data sources and measures for these
outcomes are presented in Table 2.

Analyses

Quantitative data were summarized using descriptive sta-
tistics. Qualitative data from the process interviews were
analyzed by lead author (M.A.K.) usingi{ template analysis to
identify a priori and emergent themes.'*

Make adaptations Pilot adaptated
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components.
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Process for making adaptations to Casarett et al.’s intervention rooted in Planned Adaptation Model by Lee et al.
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TABLE 1. INTERVENTION HOSPICE APPROPRIATENESS SCREENING QUESTIONS

Question(s)

Response option(s)

Domain 1: Symptom needs
Assesses four psychological and seven physical symptoms

Have [you/the patient] been [feeling sad, worrying,
feeling irritable, and feeling nervous]?

Has [lack of appetite, lack of energy, pain, drowsiness/
confusion, constipation, dyspnea/shortness of breath,
nausea] been bothering [you/the patient]?

Domain 2: Service needs

None, rarely, occasionally, frequently, almost constantly,

do not know

Not at all, a little bit, somewhat, quite a bit, very much,

do not know

Assesses whether the patient/caregiver could benefit from eight additional services

Would it help to have an [extra nurse to help treat
symptoms, extra doctor to help treat symptoms, extra
home health aide to help with bathing and eating, extra
social worker to arrange finances and insurance, extra
social worker or chaplain to provide counseling and
emotional support, bereavement counselor to offer
support to family if patient died, extra chaplain to provide
spiritual support, extra volunteer to spend time with
patient/family]?

Domain 3: Care goals

Yes, no, unsure

Assesses whether the patient prioritizes maximizing quality of life or extending life

Imagine that [you/your family member] had to make a
decision right now about how your doctors should take
care of you. If [you/he/she] had to make a decision right
now, would [you/he/she] prefer a course of treatment that
focuses on extending life as much as possible, even if it
means having more pain and discomfort, or would [you/
he/she] want a plan of care that focuses on relieving pain
and discomfort as much as possible, even if that means
not living has long?

Domain 4: Care preferences

Relieving pain/discomfort (palliative care), extending life,
do not know

Assesses preference for cardiopulmonary resuscitation and mechanical ventilation

Some people make plans about how they want their
doctors to take care of them. So now, I would like to talk
about how [you/your family member] want [your/your
family member’s] doctors to take care of [you/him/her].
For example, if [your/patient name] heart stops beating,
do you want [your/his/her] doctors to try to restart it?
And if [you/patient name] isn’t able to breathe on [your/
his/her] own, would you want [your/his/her] doctors to
put [you/him/her] on a breathing machine?

Yes, no, unsure

Results
Feasibility
Enrollment rates. Of 29 eligible patients who were ap-

proached for participation, 28 (96.6%) were enrolled and
screened (Fig. 2).

Fidelity. Overall, fidelity to intervention protocol was
high. All screening questions were asked of all eligible pa-
tients. However, not all patients who screened positive for
hospice appropriateness were asked to authorize follow-up
with their physician regarding hospice/palliative care. In
three instances wherein a patient had only a symptom need,
RN did not broach the subject of hospice/palliative care. In
interviews, RNs stated that this decision was made based on
their clinical judgment that symptom-need alone was insuf-
ficient to deem the patient appropriate for hospice and/or
palliative care.

Acceptability

Attrition rates. Patients who enrolled completed all
portions of the intervention (i.e., responded to all screening
questions) and none withdrew.

Staff experience with intervention. HH staff stated
that the intervention facilitated end-of-life care conversa-
tions. RNs said that, although they were already having
these conversations, the intervention helped improve con-
versations by structuring the discussion, especially for pa-
tients uncomfortable with this topic or for whom the RN did
not have an established relationship. The intervention
yielded structured information on the patient’s care goals,
needs, and preferences, which provided a useful framework
for difficult conversations (i.e., allowed the RN to repeat
back the patient’s stated wishes as a segue to hospice/
palliative care, such as ‘“You stated you were having
problems with pain and you’re interested in maximizing
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TABLE 2. MEASURES AND DATA SOURCES

Construct Measure or definition Data type and source
Feasibility
Patient enrollment Number and percentage of eligible patients who  Quantitative—paper data collection forms
rates enrolled in the study submitted by pilot sites for each patient
Fidelity Missing and error rates for each component of the Quantitative—paper data collection forms
intervention submitted by pilot sites for each patient
Acceptability

Patient attrition rates

Experience with
intervention
Suggestions for
improvement:
Further refinements
to intervention
Considerations
for scale up

Patient outcomes
Screening results

Hospice and palliative
care election

Number and percentage of enrolled patients who
dropped out of the study (refused to answer all
study questions)

Feedback on value added of the intervention

Feedback on further refinements to the intervention
(changes to intervention content or intervention
delivery)

Feedback considerations for scale up (implementation
supports that would be necessary to scale up the
intervention within an organization)

Number and percentage of enrolled patients who
screened positive for hospice appropriateness
Number and percentage of patients who screened
positive for hospice appropriateness who elected

hospice or palliative care

Quantitative—paper data collection forms
submitted by pilot sites for each patient

Qualitative—process interviews

Qualitative—process interviews

Quantitative—paper data collection forms
submitted by pilot sites for each patient
Quantitative—paper data collection forms
submitted by pilot sites for each patient

comfort. There are care options available that can help you
achieve these goals.”).

Suggestions for improvement. Pilot staff suggested
that repeating the screening conversation at multiple time
points would allow for follow-up and continued conversa-
tions about end of life because many patients are not ready to

make decisions about hospice/palliative care during the first
discussion. Staff also suggested relaxing screening eligibility
parameters (where symptom-need only patients would not be
considered a positive screen) and allowing flexibility for
clinical judgment (in cases wherein a patient is eligible per
eligibility criteria but staff do not feel screening is appro-
priate). In addition, they suggested reframing the introduction

Approached (n=29)

Refused (n=1)

Enrolled and
screened (n=28)

v

Screened positive
(n=27)

.

Screened negative
(n=1)

v

| Elected hospice care |
(n=1)

Elected palliative
care (n=3)

Patient said they
would follow-up
with physician (n=2)

v .

Refused any follow-

up with physician re:

hospice or palliative
care (n=21)

FIG. 2. Patient enrollment and outcome data.
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to the screening to initiate the conversation in a less threat-
ening way (e.g., prefacing with ““this is something we do as
part of routine care for all our patients’ vs. an introduction
that implies the patient was selected based on clinical or
functional criteria).

Patient outcomes

Of the 28 screened patients, 27 (96.4%) screened positive
for potential hospice appropriateness. Of those 27 patients, 3
entered palliative care and 1 elected hospice (14.8% elected
hospice or palliative care); 2 other patients who screened
positive (7.4%) intended to follow-up with their physician
about these options (Fig. 2).

Discussion

This pilot study evaluating the adapted intervention found
favorable results for feasibility, acceptability, and election of
hospice/palliative care. Pilot sites implemented the intervention
with high fidelity and reported low burden in required workflow
changes. Fourteen percent of patients who screened positive
enrolled in hospice or palliative care—slightly lower than the
20% observed in the Casarett trial in which the research team,
rather than clinical staff, delivered the intervention. '°

High patient enrollment (96.6%) and screening question
completion rates (100%) suggest that patients are willing to
discuss their care needs, goals, and preferences. The relatively
high number of patients that screened positive for hospice
appropriateness but did not elect hospice/palliative care during
the study period (23 of 27 patients) suggests that consider-
ations besides appropriateness factor into the decision to elect
hospice/palliative care. Based on feedback from study RNs,
although patients may be appropriate, they simply are not
ready to make a decision during the first discussion; readiness
may be an important additional construct that is not assessed
by this intervention. Repeating the screening at multiple time
points, as suggested by RNs, may facilitate ongoing conver-
sation as patients become ready. In addition, further research
investigating the concept of readiness may be warranted (e.g.,
time to readiness once identified as appropriate).

This research had several limitations. First, the small
sample size and number of nurses delivering the intervention
limit generalizability. Second, pilot sites had strong leadership
commitment, organizational goals aligned with intervention
goals, and favorable attitudes toward the intervention, which
may not be typical of all HH agencies. The sites also had
inhouse palliative care services to which they could refer pa-
tients, which is not true for all HH agencies. Finally, coding of
qualitative data was completed by one coder, who is also the
lead author of this article.

Conclusion

We adapted an intervention to improve timeliness of hos-
pice referrals for HH patients, broadening its potential reach to
appropriate patients. Findings indicate that the adapted inter-
vention was feasible and acceptable in the target setting.
Further studies are needed to explore additional adaptations
and assess effectiveness, long-term impact, and sustainability.
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