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ABSTRACT

Background: The growth of palliative care research has been limited by challenges of slow re-
cruitment and underenrollment. One potential solution to this problem is the use of screen-
ing questions embedded in clinical data collection, which identify patients who are interested
in participating in research and who can then be approached directly. The goal of this study
was to evaluate the feasibility of this strategy for identifying hospice patients who are inter-
ested in research participation.

Design: Cross-sectional survey.
Setting/ Subjects: Patients and their families who had enrolled in one of two community-

based hospice programs.
Measurements: Three screening questions (for survey-based research, clinical trials and fam-

ily-focused research) were integrated into the intake process of two community-based hos-
pice organizations.

Results: Of the 214 patients who were able to respond, 54% indicated willingness to be ap-
proached about survey-based research, 40% were willing to be approached for clinical trials
and 65% were willing to be approached for family-focused research.

Conclusions: These results suggest that screening questions may be useful in identifying
hospice patients who are willing to be recruited for research. Further study is needed to de-
fine the likelihood that these patients will consent and whether these screening questions in-
troduce selection bias in the recruitment process.

INTRODUCTION

IN RECENT YEARS, research studies have increas-
ingly recruited hospice patients. These studies

have included both descriptive and interven-
tional studies that promise to improve the evi-
dence base that guides clinical treatment choices
for patients near the end of life.1–6 This area of re-
search is critically important to continued devel-

opment of palliative care as an evidence-based
specialty.7,8 It is particularly important in ensur-
ing that the expanding palliative care evidence
base is applicable to hospice patients.

However, researchers and hospices face con-
siderable challenges in recruiting subjects from
this population. Patients are typically referred to
hospice very near the end of life, often within
days of death.9,10 They may have multiple severe
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symptoms11–13 and their families may face sub-
stantial caregiving burdens.14 It is not surprising,
therefore, that hospices have substantial concerns
about research participation, and particularly
about the appropriateness of recruiting patients
and families under these difficult circum-
stances.15 Many of these challenges—particularly
those related to informed consent and decision-
making capacity—were the subject of a recent
conference sponsored by the National Institutes
of Health.16

In addition, when recruiting patients for re-
search, hospices face two additional interrelated
challenges. First, hospice staff need to identify
those patients who would like to be told about
the opportunity to participate in research. Some
patients may be very willing to participate, and
may even see participating as a way to enhance
the meaning they find in their last weeks. It is im-
portant for hospices to identify these patients, in
order to give them the opportunity to participate
in research that they value.

Second, hospices need to identify those pa-
tients who do not want to participate in research
and who do not want to be approached about
studies for which they may be eligible. These pa-
tients may feel that attempts at recruitment are
invasive and intrusive. Indeed, there are ethical
concerns, which Institutional Review Boards
(IRBs) appear to share, that patients who are very
sick may feel that attempts to recruit for research
are intrusive, or intimidating.7,17,18 Therefore, it
is important for hospices to avoid recruiting these
patients.

If hospices do not address these challenges and
balance them appropriately, recruitment for hos-
pice-related research will be limited. Inefficient
recruitment can lead to slow accrual and under-
enrollment, and studies that do not meet planned
enrollment numbers may be delayed, or may be
underpowered if they end early. Inefficient re-
cruitment also introduces the possibility of selec-
tion bias, if patients who refuse or who are not
approached differ in clinically significant ways
from those who enroll.19

Investigators and hospices would be better able
to balance the need to recruit efficiently without
being overly intrusive if they are able to distin-
guish those patients who are interested in partic-
ipating in research from those who are not. This
would ensure that investigators are able to ap-
proach as many patients as possible, and that pa-
tients who are not interested in research partici-

pation could be avoided in recruitment efforts.
One potential solution to this problem is a screen-
ing program that identifies those patients and
families who are willing to be approached to par-
ticipate in research. This strategy has been eval-
uated in an ambulatory cancer population, with
promising results.20 However, this strategy has
not been employed in a hospice population. In
this paper, we describe the feasibility of admin-
istering, at the time of hospice enrollment, three
screening questions that were previously used to
identify ambulatory patients with cancer who are
willing to be approached for research recruit-
ment. We describe the screening questions used,
patients’ responses, and patient characteristics as-
sociated with willingness to be recruited.

METHODS

The goal of this anonymous chart review-based
study was to assess the feasibility of a routine in-
take/enrollment assessment of hospice patients’
potential interest in participating in hospice-
based research.

Study setting

Two community-based hospices in Colorado.
Both hospices provide home hospice care and
have freestanding hospice facilities. Neither is af-
filiated with an academic medical center nor has
an independent research program or agenda.
Both are active members of the Population-based
Palliative Care Research Network (PoPCRN).

Study procedures

The participating hospices incorporated three
screening questions about potential research par-
ticipation into their routine intake process (see Ap-
pendix for details of study questions). Over a 4-
month period, responses to these questions were
recorded in the medical record, along with basic
demographic data that are routinely collected by
hospice staff at the time of hospice enrollment. Be-
cause the research screening questions were in-
corporated into the hospice intake process, as with
other intake questions, they were answered by the
patient, if able, and the family, if available. The
study was approved as an exempt study by the
Colorado Multiple Institutional Review Board
(COMIRB) and by the Institutional Review Board
of the University of Pennsylvania.
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For the purposes of this study, records were
stripped of all identifiers by hospice staff before
the study data were sent to the investigators. Se-
lected patient clinical data and the responses 
to the research screening questions were sent to
the study investigators. Data (anonymous) in-
cluded patient age (for patients younger than 
89 years of age; for patients 89 years of age or
older, age was recorded as “89 years or older” per
Health Insurance Portability & Accountability
Act (HIPAA) requirements for anonymous data),
gender, primary admitting diagnosis, ethnicity,
site of care (i.e., home, nursing home, hospice fa-
cility). Each patient and/or family member was
also asked whether they would be willing to be
approached to participate in survey-based stud-
ies, clinical trials, and family-focused research
(Appendix A). For each type of study, patients
and/or families were asked to describe why they
would or would not want to be recruited.

Statistical analyses

Data were entered into a computerized data-
base. To permit calculation of mean age, patient
age was recoded as 90 years for those for whom
“89 years” or older was noted. Descriptive statis-
tics describe the study population and frequency
of responses to the study questions. t Tests and
�2 were used to explore associations between par-
ticipant characteristics and research screening
question responses.

RESULTS

Data are available for 214 patients who were
asked the research screening questions during the
study period. Patient characteristics are depicted
in Table 1. Responses to the three study questions
are depicted in Figure 1. A large portion of the
study population was not able to answer the re-
search screening questions: 44% for the question
regarding surveys, and 37% for the question re-
garding clinical trials. For 23% of respondents, the
family was not asked the question about family-
focused research.

There were four commonly cited reasons for
willingness to be approached about each of the
three study types: to help others, to help oneself,
to help the hospice and out of interest or curios-
ity (Table 2). There were also four commonly
cited reasons for a desire not to be approached

about research, across all three study types: bur-
dens or hassles involved, fatigue or other symp-
toms, the perception that it would take too much
time, and lack of benefit (Table 3).

Responses to the three research screening ques-
tions were generally independent of patient char-
acteristics. Although male patients were more
likely to refuse approach for survey studies (47%
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TABLE 1. PATIENT CHARACTERISTICS (n � 214)

Patient characteristics n (%)a

Age, years
� 18 2 (1)
19–64 35 (17)
65–79 65 (32)
80–89 54 (26)
� 89 49 (24)

Gender, Female 114 (53)
Primary admitting diagnosis

Cancer 69 (32)
Frailty, global decline 40 (19)
Pulmonary disease 12 (6)
Neurologic disease 12 (6)
Dementia 6 (3)
Cardiac disease 5 (2)
Other 7 (3)

Race, White 201 (94)
Ethnicity, Hispanic or Latino 15 (7)
Site of care

Home 83 (39)
Nursing home 40 (19)
Hospice facility 68 (32)
Other (assisted living, hospital) 14 (7)

aWhere total is less than 100%, data are missing.

FIG. 1. Responses to three screening questions. Ex-
cludes “Unable to answer” responses. “Surveys” � re-
search that does not involve medications, tests, or changes
in usual care.; “Trials” � clinical trials, “Family” � fam-
ily-focused research.



versus 17%, p � 0.001), there were no gender dif-
ferences in responses to the other two research
types (clinical trials, family studies). On average
(imputing age 90 for all those age 89 years or
older), those who were willing to be approached
about clinical trials were younger than those who
were not interested (70 versus 78 years, p �
0.025). There were no age differences in responses
to questions about the other two research types
(surveys, family studies). There were no differ-
ences in responses based on diagnosis (cancer vs.
non-cancer) or site of care. While no significant
differences were found based on race or ethnic-
ity, the lack of racial and ethnic diversity of the
study population precludes definitive conclu-
sions based on race or ethnicity.

DISCUSSION

Researchers and hospices face considerable
challenges in recruiting subjects from hospice
populations. These challenges have produced
substantial concerns about hospices’ participa-
tion in research, and particularly about the ap-
propriateness of recruiting patients and fami-
lies.15 This study’s results have three implications
for the conduct of hospice-based research.

First, this study found that questions to screen
for interest in research can easily be incorporated

into routine data collection procedures at the time
of hospice admission. That is, these questions can
be administered quickly, and can be designed to
fit logically within a series of other clinical ques-
tions. This strategy appears to pose an insignifi-
cant administrative burden and, more impor-
tantly, is acceptable to seriously ill patients and
their families.

Second, this study found different responses
based on the type of research described. This find-
ing suggests that patients and families are able to
distinguish among the types of research study
that were described in screening questions. This
finding is particularly important, because as hos-
pice research increases in scope, it is likely that
hospices will be involved in a variety of types of
studies, ranging from descriptive interview stud-
ies to clinical trials. If patients and families have
clear preferences about participation in these
types of studies, it will be important to use screen-
ing questions that correspond to these prefer-
ences, so that patients’ and families answers will
be most useful to hospices and investigators.

Third, this study found few associations be-
tween patients’ responses to these screening
questions and patient characteristics. Where there
are differential responses based on patient char-
acteristics, this screening strategy may produce
selective enrollment in research. If these patient
characteristics are related to outcome variables,
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TABLE 2. REASONS FOR EXPRESSED WILLINGNESS TO BE APPROACHED ABOUT RESEARCH

Surveys (n � 62) Trials (n � 44) Family (n � 90)
Reason n (%)a n (%)a n (%)a

Help others 48 (77) 29 (66) 75 (83)
Help self 21 (34) 24 (55) 32 (36)
Help hospice 27 (44) 17 (39) 48 (53)
Interest/curiosity 10 (16) 10 (23) 14 (16)

aTotal � 100% as response categories not mutually exclusive. Represents responses
only from those who answered “Yes” to the screening question.

TABLE 3. REASONS FOR EXPRESSED DESIRE NOT TO BE APPROACHED ABOUT RESEARCH

Surveys (n � 39) Trials (n � 41) Family (n � 38)
Reason n (%)a n (%)a n (%)a

Burdens/hassles 15 (38) 19 (46) 21 (55)
Fatigue/other symptoms 13 (33) 10 (24) 8 (21)
Will take too much time 9 (23) 6 (15) 7 (18)
No benefit 3 (8) 6 (15) 3 (8)

aTotal � 100% as response categories not mutually exclusive. Represents responses only
from those who answered “No” to the screening question.



selective enrollment may result in selection bias.19

Future research is needed to determine whether
screening questions used in conjunction with
usual recruitment increase or decrease selective
enrollment compared to usual recruitment alone.
Further research is also needed to determine
whether, and how, reasons for patients’ and fam-
ilies’ reluctance to participate may be related to
clinical and demographic characteristics.

In general, these results are encouraging and
suggest that hospices may wish to consider using
a similar strategy to identify hospice patients and
families who are willing to be approached for re-
search. However, further research is needed to
determine how well responses to screening ques-
tions predict actual enrollment decisions. Previ-
ous work in outpatient settings suggest that will-
ingness to participate in research predicts future
responses to actual recruitment.21 However, it is
not known whether expressed preferences have
the same predictive value under the challenging
circumstances of hospice. Specifically, it will be
important to determine whether responses to
screening questions predict research enrollment
accurately, and whether screening questions pro-
duce overestimates or underestimates of the pro-
portion of patients and families who are willing
to enroll in research studies.

Furthermore, there are several reasons why
caution is needed before applying this strategy
more widely. First, this study found that ap-
proximately one third of patients were unable to
respond to the screening questions related to pa-
tient-focused research. Moreover, one quarter of
family members were not asked about family-fo-
cused research. Hospice enrollment often takes
place under difficult circumstances. For instance,
patients are typically referred to hospice very
near the end of life, often within days of death.9,10

They may have multiple severe symptoms11–13

and their families may face substantial caregiv-
ing burdens.14 It is likely, therefore, that these cir-
cumstances were in large part responsible for
high patient non-response rates, and for many of
the instances in which intake personnel did not
ask these questions of family.

This finding is not necessarily a limitation of
this research screening strategy, because it is
likely that those patients who could not respond
would also be unable to provide informed con-
sent for a study. Therefore, a high non-response
rate to these screening questions is unlikely to al-
ter the characteristics of a recruited study sam-

ple. Nevertheless, it is possible that some patients
were unable to respond because of reversible
symptoms such as pain, dyspnea, or confusion. If
a hospice team is able to initiate effective treat-
ment, the same patient who was unable to re-
spond at the time of hospice enrollment might be
able to respond soon afterward. If this is the case,
screening questions that are administered at the
time of hospice enrollment may underestimate
the proportion of patients who are able to express
a willingness to be approached for research.
Therefore, further research is needed to define the
optimal time at which these screening questions
should be administered.

Second, caution is required in generalizing
these findings to other hospice populations. This
screening strategy was evaluated in a relatively
small patient population at two hospices in a sin-
gle geographic region. This population was also
ethnically homogeneous. Indeed, this lack of di-
versity may explain the lack of a relationship be-
tween ethnicity and interest in research that has
been reported in a previous study of a similar
screening technique.20 Furthermore, because the
current study was not able to draw on a rich
source of clinical data (e.g., symptom burden,
functional status) it is possible that some sources
of selective response were not detected.

Although this study is preliminary, its results
are promising and suggest that a screening strat-
egy may prove to be useful in promoting hospice
research. As the field of palliative medicine grows,
clinicians will increasingly look to empirical re-
search to provide solid evidence base for their
practice. As this happens, it will be important to
ensure that hospice patients are included in the
studies that comprise that evidence base, so that
study results will be applicable to that population.
The screening strategy described here offers one
way in which hospices and investigators can in-
clude patients from this vulnerable population in
a way that balances privacy, dignity, and the need
for research that will ensure continued improve-
ments in care in the future.
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Appendix

Screening Questions

Willingness to participate in research that does not involve medications, tests, or changes in 
usual care

We sometimes do research studies that involve things like surveys, questionnaires, interviews or
observations. These studies are designed to find ways of taking better care of our patients. If we
begin any such studies that you could participate in, would you like us to tell you about them?

Willingness to participate in clinical trials
We sometimes do studies to test new medications for pain or other symptoms. These studies are
designed to find better ways to help make people comfortable. If we begin any such studies that
you could participate in, would you like us to tell you about them?

Willingness to participate in family-focused research
We sometimes do studies that involve things like interviews, surveys, questionnaires or observa-
tions that involve our patients’ families. These studies are designed to find better ways help the
families of patients in hospice. If we begin any studies like this, would you like us to tell you about
them?
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