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Abstract

Background: The research question guiding this study was, ‘‘Does receiving individualized feedback about the
findings of a research study that the hospice participated in affect clinical practice?’’ Three issues were examined:
(1) Did anyone at the hospice recall receiving the research results? (2) Were the findings shared with the hospice
staff? and (3) Did the findings influence clinical practice in the hospice?
Methods: The sample was 170 hospices that participated in a previous study examining the written materials
used by hospices to prepare families for death. Participating hospices were sent individualized feedback con-
cerning the signs of impending death and types of information that were present in their hospice’s materials.
Approximately 1 year later, participating hospices received a follow-up survey.
Results: Sixty-five hospices (40.1%) completed the survey, 33 of these (50.8%) said they received the results of the
previous research, 9 (13.8%) said they did not, and 23 (35.4%) said they did not know. All hospices that said that
they received the data shared it with the others in the agency. Twenty-six (78.8% of those who recalled receiving
the data) said that they made some change to how they prepare families for the patient’s death and 11 said the
changes were related to the research results they received.
Conclusion: The findings of this study suggest that providing feedback to agencies or individuals who partic-
ipate in some descriptive studies may be used to promote improvements in clinical care.

Introduction

To provide the best care, we need to act on the best
evidence available. We know from previous research

examining evidence-based medicine that many physicians
will use research evidence when it is made available to
them,1,2 but access to research continues to be a barrier to
evidence-based medicine.3,4 In nursing as well, access and
knowledge of research findings was a primary barrier to in-
tegrating research into practice.5,6 Accessibility to research is
cited as a barrier in other professions as well.7

One way to penetrate this barrier is to provide information
directly back to the clinicians or agencies who participate in re-
search. This practice should eliminate the access barrier and
provide a trigger to clinical practice change. The research ques-
tion guiding this study was, ‘‘Does receiving individualized
feedback about the findings of a research study that the hospice
participated in affect clinical practice?’’ Three issues were ex-
amined: (1) Did anyone at the hospice recall receiving the re-
search results? (2) Were the finding shared with the hospice staff?
and (3) Did the findings influence clinical practice in the hospice?

Methods

Parent study: Hospice materials to prepare fami-
lies for dying in the home8

The purpose of the parent study was to describe how
written materials are used by hospices to assist staff in pre-
paring families for death and to describe the content of those
materials. The Hospice Materials study included a random-
ized sample of 400 hospices in the United States that were
surveyed and asked to submit the written materials they
used to help prepare families for death. The parent study
used conventional content analysis to identify the signs of
impending death included in the materials. The response
rate was 45.3%. The most common signs of impending death
were; decreased fluid intake (93.5%), decreased food intake
(93.5%), breathing pattern changes (92.9%), cold extremities
(92.4%), and mottling (92.4%). The signs least frequently
addressed were; pain (28.2%), dyspnea (19.4%), bed-bound
state (18.2%), skin changes (18.2%), vital sign changes
(17.1%), surge of energy (11.8%), and mandibular breathing
(5.9%).
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Follow-Up Study

Sample and setting

The sample for this study was the 170 hospices that par-
ticipated in the Hospice Materials study. Participating hos-
pices were from all regions of the United States, including
Alaska and Hawaii.

Procedure

The initial contact with the hospices in the first study was in
January 2006. Details of the timeline can be found in Figure 1.
Data collection in the initial study was closed in August 2006.
As the data was analyzed, the results from the evaluation of
the materials for each hospice were compiled separately from
the aggregated results.

In April 2008, the hospices were sent a packet that included
a summary of the overall findings, and a grid that showed the
signs of impending death and the domains of information that
were present in the hospice’s materials (Table 1). The 27 signs
of impending death included decreased food intake, de-
creased fluid intake, pain, dypsnea, and vital sign changes.
The domains were derived from Johnson’s self-regulation
theory of coping with illness9 and included information
about: (1) the patient’s sensory experiences, (2) the family’s
sensory experiences, (3) causes of the sensations, (4) envi-
ronmental changes, (5) temporal aspects, and (6) what the
family could do.

In May 2009, a follow-up survey was mailed to explore
whether: (1) hospices recalled receiving the results, (2) the
results were shared with staff, (3) changes were made to how
families were prepared, including changing the materials, and
(4) receiving the results of the research affected the changes
that were made.

Questionnaire Design

The 1-page questionnaire was developed by the authors,
reviewed by three content experts (a nurse researcher with
experience in survey design, a hospice nurse manager, and a

hospice social worker) and modified according to their sug-
gestions. The questions were: (1) Did you receive the follow-
up letter in 2008 with the study results and evaluation of your
agency’s materials? (2) Did you share the results with your
clinical staff and/or administration? (3) Has your agency
made any changes in the materials you provide since 2007? (4)
Has your agency made any formal changes in how staff pre-
pares families for death since 2007? (5) Were any of these
changes related to the evaluation of your agency’s materials?

Analysis

SPSS (version 16.0, SPSS Inc., Chicago, IL) was used for
calculation. Frequencies and percents were calculated for the
responses to the questions on the follow-up survey. Demo-
graphic data for the hospices were extracted from the data that
those hospices provided for the parent study in 2006. Updates
of demographic data were not obtained. Comparative analysis
of the demographic data of hospices who responded to the
follow-up survey and those who did not was completed.

Results

Of the initial 170 hospices, 2 agencies had closed and 6 were
unreachable. Ninety-seven of the remaining 162 hospices re-
sponded (59.9%), and 65 hospices (40.1%) completed the
survey (Fig. 2).

The hospices that responded were not significantly differ-
ent from those who did not respond to this follow up study in
regards to number of offices, average daily census, number of
patients served per year, location (urban, rural, or mixed) or
race/ethnicity (Table 2). The responding hospices were pri-
marily rural or mixed and were of greatly varying size and
ethnic distribution (Table 2).

Of the hospices that completed the survey 33 (50.8%) said
they received the results of the previous research, 9 (13.8%)
said they did not, and 23 (35.4%) said they did not know. The
32 hospices that did not receive results or did not know were
offered the opportunity to have the results resent. Six hospices
requested their results and they were resent in every instance.

FIG. 1. Timeline of contacts with hospices.
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None of these were included in the rest of the study since they
did not have time to act on the results. Hospices that did not
recall receiving the information were surveyed, but they
uniformly did not complete the rest of the survey.

All hospices who recalled receiving data shared it with the
staff. Most shared it with both administration and clinical staff
(15, 45.5%), 10 (30.3%) shared it only with clinical staff and
five (15.2%) only with administration. Three hospices shared
the information with unspecified others.

Of the 33 hospices that recalled receiving the data, 26
(78.8%) said that they made some change to how they prepare
families for the patient’s death; 12 made changes to both their
written materials and their clinical practice, 7 changed their
written materials only and 7 changed only their clinical
practice. Of the 26 hospices that made changes, 11 (42.3% of
those who made changes) said the changes were related to the
research results they received. An additional 11 agencies did
not know if the changes made were related to the research
results.

Discussion

This study is unique in following participating agencies to
determine whether receiving individualized feedback from
research was used to improve clinical practice. The number of
hospices that responded to a follow-up and recalled receiving
the results was low. Yet of those who did receive the results

and responded, all shared the data, which helps to break
down the barrier of lack of access to research data. Most of the
hospices who recalled receiving the results made changes ei-
ther to their written materials or to their agency’s clinical
practice. Almost half of those who did make changes attrib-
uted the change to receiving the results. While the number of
agencies who attributed their clinical practice change to the
results was small, it is a promising option for future studies.

Limitations

There were a number of limitations to this study. The study
is of limited generalizability since the 33 hospices that recalled
receiving feedback may not be representative of the more than
3500 hospices in the United States. While there were no sig-
nificant demographic differences between those hospices that
completed the follow up and those who did not, there may be
other factors that make these groups different. Also, only 33 of
the 170 hospices who participated in the original study (19.4%
or 8.25% of the original sample of 400) recalled receiving the
results. Some hospices explained that there had been staff
changes that may have affected their recall.

This study did not explore in-depth what types of practice
change occurred. The results are based on information re-
ceived from clinical managers who responded based only on
agency wide changes. It is not known what changes might
have been initiated by individuals.

Table 1. Example of Information Provided to Hospices

Type of information
Symptoms addressed

Patient
sensory

Family
sensory Temporal Environmental Causes

What
to do

Sub
scores

Audible respiratory secretions 1 1 1 3
Bed-bound care 0
Breathing changes 1 1 2
Cold extremities 1 1 2
Coma 1 1
Decreased socialization 1 1 2
Disorientation 1 1
Dysphagia 0
Dyspnea 0
Emotional/spiritual 1 1
Fluid intake 1 1
Food intake 1 1 2
Incontinence 1 1
Increased central body temperature 1 1 2
Mandibular breathing 1 1
Mottling 1 1 1 3
Overall decline 1 1
Pain 0
Restlessness 1 1 1 3
Saying good bye 0
Sensory changes 0
Skin changes 1 1 1 3
Sleeping 1 1 2
Surge of energy 1 1 1 3
Time of death 1 1
Unusual communications 1 1 2
Urine output decreased 1 1
Visions 1 1 1 3
Vital sign changes 1 1 2
Subscores 1 15 21 0 5 1 43

Scaled score¼ (43/174)*100¼ 24.7 (0–100 range, mean score of all 150 documents¼ 22.4).
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Clinical and Research Implications

The results of this study, while modest in scope, clearly
indicate that providing research results may trigger clinical
practice change on an organizational level. When we have

little empiric knowledge of a topic, provision of research re-
sults may be important in moving both science and clinical
practice forward at a more rapid rate. The information that
was provided to the hospices was basic and was simple to
prepare. Only the results of the content analysis were sup-

Table 2. Demographics of Hospices and Patients and Comparison of Those who Responded

to the Follow-Up Survey and Those who Did Not

Demographics of hospices and patients
in the hospices that responded

to the follow-up survey

Difference between hospices/patients
who completed follow-up survey

and those who did not

Percent Mean SD Min Max
Mann-

Whitney U Wilcoxon W Z
Asymp Sig
(2-tailed)

Urban setting n¼ 49a 6.1% 1753.50 2929.50 �1.63 0.104
Rural setting n¼ 54a 48.15% 2209.50 5779.50 �0.08 0.933
Mixed setting (urban and rural) n¼ 53a 39.62% 2030.00 5600.00 �0.83 0.407
Average daily census n¼ 55a 80.15 179.71 0 1250 2273.00 6189.00 �0.43 0.665
Total patients served annually n¼ 54a 433.96 656.91 0 3145 2097.50 592550 �0.895 0.371
Hispanic or Latino n¼ 23a 4.88% 7.55 0% 30% 239.0 515.00 �1.24 0.216
Non-Hispanic n¼ 21a 92.20% 21.65 1% 100% 279.50 510.50 �0.30 0.761
White n¼ 44a 91.32% 11.17 50% 100%
Black n¼ 44a 4.59% 8.52 0% 50%
Asian n¼ 44a 0.58% 1.71 0% 10%
Native American or Eskimo n¼ 42a 0.02% 0.15 0% 1%
Other ethnic or racial group n¼ 44a 1.61% 3.30 0% 14%
Mixed ethnic or racial group n¼ 53a 0.40% 0.49 0% 1%

aNumber used for analysis varies based on whether information was provided by hospice.

FIG. 2. Participation flow diagram.
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plied. Each agency decided what to do with the findings in
terms of sharing information and using it to improve practice.
The primary issues for researchers intending to do similar
follow up include scheduling follow up from the begin-
ning of the study, budgeting for additional follow-up, and
keeping contact information up dated to facilitate future
communication.

Conclusions

The findings of this study suggest that providing feedback
to agencies or individuals who participate in some descriptive
studies may be used to promote improvements in clinical
care. Most of the agencies that recalled receiving the results of
the study reported changes to practice, and many of those
changes were directly influenced by the results that they re-
ceived. We need to explore how provision of individualized
research results may aid in improving clinical practice.
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