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Abstract

Background—A founding principle of hospiceis that the patient and family isthe unit of care;
however, we lack national information on services to family members. Although Medicare
certification requires bereavement services be provided, reimbursement rates are not tied to the
level or quality of care; therefore, limited financial incentives exist for hospice to provide more
than a minimal benefit.

Objectives—To assess the scope and intensity of services provided to family members by
hospice.

Research Design—Wefielded a national survey of hospices between September 2008 and
November 2009.

Participants—A national sample of U.S. hospices with an 84 percent response rate (N=591).
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Measures—Bereavement services to the family, bereavement services to the community, labor-
intensive family services and comprehensive family services.

Results—Most hospices provided bereavement services to the family (78%) and to the
community (76%), but only a minority of hospices provided |abor-intensive (23%) or
comprehensive (27%) services to grieving family members. Larger hospice size was positively
and significantly associated with each of the four measures of family services. We found no
significant difference in provision of bereavement services to the family, labor-intensive services
or comprehensive services by ownership type; however, non-profit hospices were more likely than
for-profit hospices to provide bereavement services to the community.

Conclusions—Our results demonstrate substantial diversity in the scope and intensity of
services provided to families of patients with terminal illnesses, suggesting a need for clearer
guidance on what hospices should provide to exemplify best practices. Consensus within the field
on more precise guidelinesin this areais essential .

One of the fundamental guiding principles of hospice isthat the patient and family is the
unit of care,! reflecting the critical importance of including surviving family in the care of
people with terminal illnesses. Consistent with this principle, services for family members,
both before and following the patient’ s death, are recognized as core components of high
quality palliative care.? This holistic model of caring for grieving family members dates
back to the historical roots of the hospice movement in the United Kingdom, and was
adopted by American hospices.34 Medicare, the primary payer of hospice carein the U.S.,
defines bereavement counseling as emotional, psychosocial, and spiritual support and
services provided before and after the death of the patient to assist with issues related to
grief, loss and adjustment.® Centers for Medicare & Medicaid Services (CMS) (2010)
specifically require hospices to provide an initial and ongoing bereavement assessment of
the needs of the patient’ s family members and these assessments must be incorporated into
the plan of care (8418.54(c)(7)). In addition, hospices must have an organized program
established to provide bereavement services to family members for up to ayear following
the patient’ s death (§418.64(d)).6 Evidence indicates that supportive services for grieving
families can improve their post-loss adjustment,’-89 particularly if provided soon after a
loss’ and to those at risk for prolonged or complicated grief 10.11.1213.8

Despite the importance of serving families, we know little about the scope and intensity of
hospice services provided to family members. Although Medicare certified hospice
programs are required to provide support to bereaved family members, services are not
separately hillable, and the specific services provided are | eft to the discretion of the
hospice. Because Medicare reimbursement is not tied to the level or quality of services
provided to family members, limited financial incentives exist to provide more than a
minimal level of care. One prior study by Carlson (2007) examined caregiver support
services provided by hospices and found that although 59% of hospices provided personal
care services, only 13% provided homemaker/household services and 7% provided respite
care.* A second study conducted with California hospices found substantial variation in the
types of bereavement services provided.1® However, both of these studies focus on only a
subset of family services and used data from more than a decade ago. Thus, we have limited
information on the degree to which hospices provide care to families and how hospices may
differ in their provision of family services.

Accordingly, we conducted a national survey of hospicesto better understand the scope and
intensity of services provided to family members. We examined whether family services
differed by hospice ownership status or by other organizational characteristics including:
hospice chain affiliation, vertical integration with non-hospice health care facilities, age,
region of the country, urbanicity, size (i.e., patients per day), patient-to-staff ratio, religious
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affiliation, concern about losing market share to competitors, and proportion of revenue
from Medicare. We hypothesized that non-profit hospices would provide aricher array of
services compared with for-profit hospices given the strong historical commitment to
family-based care as hospice first emerged (under almost exclusively not-for-profit
auspices) in the 1970s. Prior research indicated that hospice ownership affects length of stay,
patient diagnosis, and other important outcomes, 161718 byt no information is currently
available on how ownership affects the scope of care provided to family members.

In addition to the research on ownership, prior research hasindicated that hospice
organizational capacity including size, chain affiliation, years providing hospice care, nd
share of revenue from Medicare are associated with hospice enrollment and disenrollment
practices. 192021 Thys, we hypothesized that the organizational capacity of the hospice
might be associated with available resources for providing servicesto family members. To
test these hypotheses, we examined whether larger hospices, chain hospices, vertically
integrated hospices, hospices with lower patient-to-staff ratios, older hospices and hospices
in urban areas were more likely to provide comprehensive services to family member.
Alternatively, financial constraints might prompt some hospices to provide a minimum level
of bereavement care. Those with a smaller share of revenue from Medicare may provide
fewer services to family members, in an effort to conserve scarce resources. In addition, we
expected that religiously affiliated hospices might be predisposed toward providing more
comprehensive bereavement services for families due to their greater emphasis on
spirituality in the face of death. In prior work, researchers have speculated that religious
affiliation might be associated with quality of care differences.?2 Finally, we hypothesized
that hospices reporting a concern about losing market share would provide more servicesto
families. Findings from this study may be important to highlight key gapsin family services.

DATA & METHODS

Data

Measures

We conducted a cross-sectional study in which we surveyed arandom national sample of
hospices from September 2008 to November 2009. Using the 2006 Center for Medicare and
Medicaid Services Provider of Services (POS) file as our sample frame (N=3,036 active
hospi ces), we randomly sampled 775 hospices. The majority of hospices operating in the
U.S. (93 percent) are certified to provide services under the Medicare hospice benefit.23 As
of 2006, we estimated from the Medicare POS file that 18 percent of hospices had been
operating for 2 years or less. To ensure that our sample had approximately 18 percent of
hospices in operation for 2 years or less, we randomly sampled 139 (0.18* 775) newly
operating hospices from the 2008 Medicare POS file. Of the total 914 hospices selected, 208
were no longer providing hospice care or had closed their facility. Introductory emails were
sent to the 706 hospices that remained eligible to respond inviting their medical directorsto
participate, and afollow up email included alink to the web-based survey. Hospices that did
not respond to the initial contact received multiple telephone and email reminders. Medical
directors were directed to identify the hospice staff members best able to complete different
sections of survey (e.g., financial, nursing-related, counseling-related). Section respondents
were almost exclusively members of the hospice | eadership team including hospice
administrators and directors of nursing, operations, and outreach. The response rate was 84
percent (N=591 hospices).

To develop measures of family services provided, we reviewed the National Quality Forum
(NQF) preferred practices (2006) and the existing literature on family care services,
including bereavement support, in hospice.?* For example, the NQF described the
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formulation, utilization, and regular review of atimely care plan based on assessment of the
preferences of both patients and family members, and the routine and ongoing assessment of
grief and bereavement as critical to high quality hospice care. To supplement the published
literature, we conducted semi-structured interviews with personnel at 16 hospice
organizations to ascertain views about what services constituted high quality bereavement
care. These organizations were purposefully chosen to achieve diversity geographically and
along other hospice characteristics (i.e., ownership type, religious affiliation, size).

Outcomes—Our primary interest was in assessing the characteristics of hospices
associated with providing abroad array of servicesto family members. On the basis
information collected through interviews, we constructed 4 binary outcome measures to
capture: 1) provision of bereavement servicesto the family; 2) provision of bereavement
services to the community; 3) provision of labor-intensive family services, and 4) provision
of comprehensive family services. First, we defined bereavement services to the family as
providing at least 8 out of the 10 specific bereavement services included in the survey. We
also conducted sensitivity analyses defining this outcome to include 9 of 10 and al 10
specific bereavement services. The 10 services were telephone calls to bereaved family
members, sending aletter or acard at the time of death or anniversary of death, sending
brochures and other educational materials dealing with grief, home visits by hospice staff or
volunteers, having staff or volunteers attend funerals and/or wakes, providing memorial
ceremonies, support groups or workshops, pre-death planning, individual therapy, and group
therapy for family members. Second, we defined family services to the community as
providing serving to families of dying patients not served by the hospice. Third, we defined
labor-intensive family servicesto include providing screening for both clinical depression
and complicated grief at initial patient admission, routinely during the patient’s stay, and at
the time of the patient’ s death, as well as providing the more labor-intensive bereavement
services from the list above: support groups, workshops, group therapy and individual
therapy. Fourth, we defined comprehensive family services as providing the most extensive
array of servicestargeted at family membersincluding: discussing family preferences for
care at patient’sinitial admission, on a routine schedule, and as clinical conditions change;
screening for clinical depression and complicated grief at initial patient admission, routinely
during the patient’ s stay, and at the time of the patient’ s death; and providing at least 8 of 10
specific bereavement services to families.

Independent Variables—We identified factors that might affect the scope of family
services providing. Hospice characteristics of interest included ownership (i.e., for-profit,
non-profit) chain affiliation (i.e., whether or not a hospice was owned by a corporation that
also owns other hospices), vertical-integration (i.e., whether or not a hospice was owned by
a corporation that also owns non-hospice health care facilities such as hospitals or nursing
homes), hospice age (i.e., whether or not the hospice had provided care more than 5 years),
region (i.e., Northeast, South, Midwest, West), urbanicity (i.e., urban, suburban, and rural, as
defined by the U.S. Department of Agriculture’s 2003 Urban Influence Codes),2> hospice
size measured as patients per day by quartile, patient-to-hospice staff ratio by quartile,
whether or not a hospice had areligious affiliation, a hospice' s reported concern about
losing market share to competitors (i.e., very concerned, somewhat concerned, slightly or
not at all concerned) and whether or not a hospice's annual Medicare revenue is above the
median proportion observed for all Medicare-certified hospices in our sample (85 percent).
We note that modeling hospice age, hospice size, hospice patient-hospi ce staff ratio and
percent revenue from Medicare as categorical (versus continuous) did not materially change
the statistical significance of these variables.
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Data Analysis

We estimated the proportion of hospices providing each of 4 outcomes. bereavement
services to the family, bereavement services to the community, labor-intensive family
services, and comprehensive family services. We examined bivariate associations between
each outcome and hospice characteristics (i.e., ownership type, chain affiliation, vertical
integration, hospice age, region, urbanicity, hospice size, patient-to-hospice staff ratio,
religious affiliation, reported concern about losing market share and percent of its annual
revenue from Medicare). Next, we estimated 4 multivariable logistic regression models to
test hypotheses related to the adjusted associations between hospice characteristics and our
outcomes.

RESULTS

Hospice sample characteristics

Asindicated in Table 1, the sample (n=591 hospices) was evenly split between for-profit (48
percent) and non-profit (48 percent) hospices as expected given nationa rates by
ownership.28 Although the overall response rate for the survey was 84 percent, therewas a
differentia response rate by hospice ownership status with an 89% response rate for not-
for-profit hospices and a 79% response rate for for-profit hospices. Twenty-four percent
were vertically integrated, i.e., owned by a corporation that owned other types of health care
facilities; 14 percent were amember of a hospice chain. About three-quarters of hospices
(74 percent) had been providing care for more than 5 years. One quarter of hospices had
fewer than 20 patients per day on average, 26 percent had 20 to 49 patients per day, 26
percent had 50 to 100 patients per day, and 21 percent had more than 100 patients per day.
Hospices had an average of 1.93 patients per full-time staff member (excluding volunteers),
with the lowest quartile of hospices having 1.18 or fewer patients per staff member and the
highest quartile of hospices having 2.18 or more patients per staff member. A plurality of
hospices were located in the South (43 percent), most had no religious affiliation (89
percent), and about half (49 percent) received more than 85 percent of their annual revenue
from Medicare. Seventy-nine percent of hospices reported being “very concerned” or
“somewhat concerned” about losing market share to competitors, with the remainder
reporting being only slightly concerned or not concerned at al (3 hospices did not report a
level of concern).

Bereavement Services to the Family

The range and types of bereavement services providing to families varied substantially
across hospices (Table 2). The most common service, provided by 98 percent of hospices,
was telephone calls to follow up with bereaved family members. The least common service,
provided by 51 percent of hospices, was group bereavement therapy. The mgjority of
hospices (78 percent) reported providing at least 8 of the 10 bereavement serviceslisted in
the survey. However, amuch lower share, 33 percent, provided all 10 bereavement services.
In multivariable analysis presented in Table 3, we found that larger hospices were more
likely than smaller hospices to provide 8 of 10 bereavement services, and this effect was
consistent across the size distribution. That is, compared with the smallest hospices (those
with fewer than 20 patients per day), hospices that cared for an average of 100 or more
patients per day, 50-99 patients per day, or 20-49 patients per day al had significantly
greater odds of providing bereavement services to families. Ownership and other hospice
characteristics were not significantly associated with providing these bereavement services
to family members. Results were qualitatively similar in sensitivity analyses estimating how
hospi ce characteristics were associated with provision of 9 of 10 bereavement services or
with the provision of all 10 bereavement services.
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Bereavement Services to the Community

Three-quarters of hospices provided servicesto familiesin their service area who had not
had a patient at their hospice (Table 2). As above, we found that larger hospice size was
significantly and positively associated with a hospice providing bereavement services to the
community. In addition, for-profit compared with nonprofit hospices had significantly lower
odds (odds ratio (OR) 0.53; 95% confidence interval (Cl) 0.30-0.94) of providing
bereavement servicesto familiesin the community.

Labor-Intensive Family Services

Only 23 percent of hospices provided all servicesto family members that we defined as
labor-intensive (Table 2). Fifty-two percent provided screening for major clinical
depression, and 55% provided families screening for complicated or prolonged grief at the
time of the patient’ sinitial admission, routinely during the patient’s stay, and at the time of
the patient’ s death. Forty-two percent of hospices provided all labor-intensive bereavement
counseling services including support groups/workshops, individual therapy and group
therapy. Resultsin Table 3 indicate that hospice size was associated with the likelihood that
hospices providing labor-intensive family services, but ownership and other hospice
characteristics were not associated with the provision of these services.

Comprehensive Family Services

About one quarter of hospices (27 percent) provided comprehensive services to family
members (Table 2). One component of comprehensive care was the inclusion of family
preferences for the care received by patients. Almost half of all hospices (46 percent)
discussed family members' preferences for the patient’s care at multiple time points
including at the time of initial admission, on aroutine schedule after admission, and asthe
patient’s clinical conditions change. As shown in Table 3, we found that hospices with more
than 100 patients per day and those with 50 to 99 patients per day were significantly more
likely than the hospices with fewer than 20 patients per day to provided comprehensive
family services. Adjusting for profit status and other covariates, we found that hospices
providing care for less than 5 years were more likely to provide comprehensive family
services compared with older hospices. We found no significant associations between
providing comprehensive family services and the following: ownership or other aspects of
corporate structure, region, urbanicity, patient-to-staff ratio, religious affiliation, concern
about market share, and annual Medicare revenue.

DISCUSSION

In this national survey of U.S. hospices, we found that 27% provided comprehensive
services to family members. Hospice size was positively associated with the scope of
services provided, adjusted for other hospice characteristics. We found no differencein
provision of bereavement services to the family, labor intensive-services, or comprehensive
services by ownership type; however, non-profit hospices were more likely than for-profit
hospices to provide bereavement services to the community. Hospices in operation for fewer
than five years were more likely than older hospices to provide comprehensive services. We
found that other organizational factors including corporate structure, patient-to-staff ratio
and religious affiliation did not significantly affect these outcomes. We also identified some
substantial gapsin the care provided to families of patients using hospice. For example, our
finding that only slightly more than half of U.S. hospices screen grieving family members at
regular intervalsis worrisome given the substantial evidence that untreated depression and
complicated grief among bereaved family members can have negative consequences on
long-term wellbeing.27:28.29.30.31 Oyerall, the diversity of offerings suggests a need for
clearer guidance on what constitutes recommended and highest quality family services. It is
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difficult to assess how the variation in services provided affect family support because
national preferred practices have only recently been developed for palliative care, and
guidelinesincluding those related to bereavement care lack specificity. For example, while
the National Consensus Project guidelines emphasize the importance of making
bereavement services available to families, no recommendations are offered on how to
match grieving family membersto different types of services (e.g., group therapy, individual
therapy, support groups) based of assessment of needs. Consensus within the field on more
precise guidelinesin this areais essential.

As national recommendations of best practices in hospice family services are established, it
will be critical to consider both non-financial and financial incentives that may encourage
hospices to implement guideline-based services. As noted above, CMS currently provides
minimal guidance to hospices regarding how to structure bereavement programs and what
types of services to offer.6 Community benefits requirements for non-profit hospices create
some incentive to provide services to community.32 Such inducements are lacking on the
for-profit side, and this may explain the ownership difference identified in the provision of
bereavement services to the community.

Non-financial incentives to encourage the provision of high quality family support in
hospice might include the development of a national quality measurement and reporting
mechanism. In addition, financial incentives might include changes to the Medicare hospice
per diem payment system. Medicare isincreasingly moving toward value-based purchasing,
most recently for hospital services under provisions of the Patient Protection and Affordable
Care Act (ACA) scheduled to take effect in 2013. Value-based purchasing, which links
payment more directly to the quality of care provided, aimsto transform payment policy to
reward providers for efficiently delivering high quality care. It is expected that CM'S may
begin testing value-based purchasing programs for hospice providers by 2016. As best
practices are devel oped, family services may be an important area to consider targeting with
value-based purchasing incentives. Our results suggest that such initiatives may particularly
advantage larger hospi ces, which appear to have the organizational capacity for providing
more comprehensive bereavement services.

Thisisthefirst national survey of U.S. hospices to report on the scope and intensity of
services provided to family members. Given our high survey response rate, our findings are
broadly generalizable. Another strength of our approach is the breadth of the measures
collected on the types of family care services provided by hospices. Nevertheless, there are a
number of limitations with this study worth noting. First, the data are self-reported, and
hospices may have over-reported certain features of family care services. Given the low
level of hospices that reported providing |abor-intensive and comprehensive servicesto
family members however, it does not appear that substantial over-reporting of services
occurred. Second, because this survey was cross-sectional, we are unable to identify how
hospice provision of servicesto family members has changed over time. Last, we do not
have data on family satisfaction rates or longer-term functioning to examine how hospice
family services might influence family outcomes. Additional research is needed to assess
whether families of patients cared for by hospices that provide more comprehensive family
care are more satisfied and better able to cope with their loss over time. Our results suggest
the need for clearer guidance on best practices for meeting the needs of grieving family
membersin hospice. Asanew medical subspecialty, the field of hospice and palliative
medicine requires the same types of well-defined preferred practices as other medical
specidties. Once these standards are established, reporting requirements and financial
incentives should be considered to encourage hospices to provide the highest quality care to
grieving family members at this difficult juncturein their lives.
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Table 1

Characteristics of a National Sample of Hospices, 2008-09 (N=591)

Variable
Ownership Type %
For-profit hospices 48.22
Non-profit hospices 47.88
Government hospices 3.38
Other/Missing 0.51
Corporate structure
Hospiceis vertically integrated 24.20
Hospice is amember of achain 14.38
Age
Hospice has provided care for lessthan 5 years 26.40
Size
Fewer than 20 patients per day 24.87
20-49 patients per day 26.05
50-99 patients per day 25.71
100 or more patients per day 21.48
Hospice did not report number of patients per day 1.86
Region
Northeast 1151
South 43.82
Midwest 27.24
West 17.43
Location
Rural 16.07
Suburban 14.89
Urban 69.04
Patient/staff ratio
Fewer than 1.18 patients per hospice employee 24.36
1.18-1.65 patients per hospice employee 24.19
1.65-2.18 patients per hospice employee 24.19
2.18 or more patients per hospice employee 24.53
Hospice did not report number of patients per day or total number of employees  2.70
Religious affiliation
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Variable
Hospice has religious affiliation 11.05
Hospice concern over losing market share to competitors
Very concerned 43.48
Somewhat concerned 35.53
Slightly or not at all concerned 20.47
Hospice did not report level of concern 0.50
Percentage of revenue from Medicarel
Hospice receives more than 85 percent of annual revenue from Medicare 48.64

JStati stic excludes 40 hospices that did not provide percentage of annual revenue from Medicare (N=551).
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Table 2
Proportion of Hospices Providing Services to Family Members (N=591)

Variable

Bereavement services to family

%

Hospice offers telephone calls to bereaved family members 97.80
Hospice sends letter/card at time of death or anniversary of death 97.80
Hospice sends brochures and other educational materials dealing with grief 94.25
Hospice offers home visits by hospice staff or volunteers 93.23
Hospice staff or volunteers attend funerals and/or wakes 92.72
Hospice provides memoria ceremonies 87.99
Hospice offers support groups or workshops 79.36
Hospice offers pre-death planning 77.66
Hospice provides individual therapy 71.07
Hospice provides group therapy 50.93
Hospice provides at least eight of ten listed bereavement services 77.66
Hospice provides at least nine of ten listed bereaverment services 56.68
Hospice provides all ten listed bereavement services 32.83
Bereavement services to community
Hospice provides bereavement services to families of patients not served by hospice 76.14
Labor-intensive family services
Hospice screens caregivers for major clinical depression at patient’sinitial admission, routinely 52.34
during the patient’s stay, and at the patient’s time of death
Hospiqe screens caregiver§for complicated or prol Qnged grief at patient’sinitial admission, 55.12
routinely during the patient’s stay, and at the patient’ s time of death
Hospice provides labor-intensive bereavement counseling services to the family (i.e., support 41.96
groups or workshops, individual therapy and group therapy)
Hospice provides all labor-intensive family services 23.01
Comprehensive family services
Hospice discusses family preferences for care at patient’sinitial admission, on aroutine 45.63
schedule, and as clinical conditions change
Hospice screens caregivers for major clinical depression at patient’sinitial admission,
routinely during the patient’s stay, and at the patient’ s time of death (see above)
Hospice screens caregivers for complicated or prolonged grief at patient’sinitial admission,
routinely during the patient’s stay, and at the patient’ s time of death (see above)
Hospice provides 8 of 10 bereavement services to the family (see above)
Hospice provides all comprehensive family services 27.07
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