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Abstract

Background: Few data are available describing the involvement and activities of social workers in advance care
planning (ACP).

Objective: We sought to provide data about (1) social worker involvement and leadership in ACP conversations
with patients and families; and (2) the extent of functions and activities when these discussions occur.
Methods: We conducted a large web-based survey of social workers employed in hospice, palliative care,
and

related settings to explore their role, participation, and self-rated competency in facilitating ACP discussions.
Respondents were recruited through the Social Work Hospice and Palliative Care Network and the National
Hospice and Palliative Care Organization. Descriptive analyses were conducted on the full sample of re-
spondents (N=641) and a subsample of clinical social workers (N=456). Responses were analyzed to explore
differences in ACP involvement by practice setting.

Results: Most clinical social workers (96%) reported that social workers in their department are conducting
ACP discussions with patients/families. Majorities also participate in, and lead, ACP discussions (69% and
60%, respectively). Most respondents report that social workers are responsible for educating
patients/families

about ACP options (80%) and are the team members responsible for documenting ACP (68%). Compared with
other settings, oncology and inpatient palliative care social workers were less likely to be responsible for
ensuring that patients/families are informed of ACP options and documenting ACP preferences.

Conclusions: Social workers are prominently involved in facilitating, leading, and documenting ACP discus-
sions. Policy-makers, administrators, and providers should incorporate the vital contributions of social work
professionals in policies and programs supporting ACP.
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Background

dvance care planning (ACP) is a process by which
individuals identify surrogate decision makers in the
event they cannot make decisions for themselves or
indicate
their preferences for medical care and treatments.! ACP is
vital for people facing serious advanced illness and older
adults to ensure that healthcare decisions are
consistent with their values, goals, and preferences.2 This
process often results in the completion of advance directives,
such as healthcare proxies or powers of attorney for
healthcare, living
wills, and Physician/Medical Orders for Life-Sustaining

Treatment.® Advance directives allow the very ill to forgo
unwanted invasive procedures that might detract from the
overall quality of their lives and instead focus on hospice and
other palliative measures that promote quality of life and
comfort. Alternatively, some individuals may elect more
aggressive life-prolonging approaches to care. ACP has been
associated with a greater use of hospice and palliative
care,’*
reduced stress on family members,’ greater likelihood that
individual preferences are honored,® and reduced costs.”
Practice developments in ACP stress the importance of
ongoing, in-depth conversations that identify a person’s
goals, values, and priorities for care rather than primarily
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focusing on completing advance directives or other legal
documents. This process-oriented approach involves an on-
going dialog among the individual, family, and healthcare
team about quality of life, personal values, goals of care, and
care plans that best effectuate these preferences.8
Decisions are facilitated regarding preferred medical
treatment, ap-

proaches to care (e.g., comfort vs. curative care), and
places of care (e.g., hospital, institution, or home).9

Social workers are core members of the interdisciplinary
healthcare team and often perform ACP services. They are
trained to understand complex family dynamics that are
often
part of ACP discussions.™® Many are highly skilled in facil-
itating difficult conversations among individuals, family
members, and the healthcare team on goals of care and
treatment options. Furthermore, social workers are skilled
at
integrating relevant cultural values and norms into
patient and family care, as well as addressing cultural
barriers to ACP." Finally, the profession’s commitment to
client self-
determination as a core value supports social work advocacy
on behalf of patients’ preferences.12

Despite this experience and expertise, social workers
may find themselves excluded from policies and programs
designed to promote ACP. For example, 2015 Medicare reg-
ulations reimburse physicians, nurse practitioners, and physi-
cian assistants for limited ACP discussions, but exclude social
workers from such payments.13 While this proposal is an im-
portant step forward in promoting ACP, it may prevent social
workers—major providers of ACP services—from being ap-
propriately reimbursed for their services and
expertise.

Few data are available on how ACP is implemented in
current practice. In particular, there are currently no studies
describing the involvement of social workers in ACP across
the United States. To address this gap in knowledge, the Social
Work Hospice and Palliative Care Network (SWHPN)—a
professional organization representing hospice and palliative
care social workers—partnered with the National Hospice and
Palliative Care Organization’s (NHPCO) Social Work Section to
conduct a survey of social workers in the fall/winter 2015 to
collect data about ACP practices. Additionally, this study was
developed to provide data to policy-makers, including the
Center for Medicare and Medicaid Services (CMS), about (1)
the degree to which social workers in hospice and palliative
care settings are having ACP conversations with patients and
their families; and (2) the extent of their various functions and
activities on the healthcare team when these discussions
occur. SWHPN provided CMS with preliminary data from this
study to advocate for including social workers in the new CMS
regulations on reimbursement for ACP discussions.

Methods
Design

We used a cross-sectional, web-based, self-report survey
(using SurveyMonkeyM) of social workers employed in hos-
pice, palliative care, and related settings to explore their
role,
participation, and competency in facilitating ACP discussions.
Survey participants were recruited from two main sources: (1)
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a SWHPN e-mail distribution list, which included 4000
e-mail addresses for members, former members, SWHPN
conference participants, and allied organizations and profes-
sionals (955 individuals from this group opened the survey);
and (2) NHPCO November 2015 electronic Newsbriefs
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newsletter, disseminated to members of the NHPCO
profes- sional practice membership group, with a
companion survey link posted to the Social Work Section
website. There is likely overlap between both organizations’
distribution lists. The data collection period spanned from
August to December 2015. Due to a lack of information about
our sampling pool, precise es- timates of the response rate
are unavailable. Participation was entirely voluntary and
respondents provided informed consent before beginning
the survey. Respondents were not compen- sated for their
time. Study procedures were approved by the Yeshiva
University Institutional Review Board.

Sample

The sample included social workers from hospice, dedi-
cated inpatient and outpatient palliative care, and related
settings. To isolate respondents who interact with
patients and families in their clinical practice—and who
therefore have an opportunity to engage in ACP
discussions—we constructed a subsample of respondents
who reported having a current patient caseload (the clinical
sample).

Measures

Demographics. The survey included items about re-
spondents’ gender, race/ethnicity, education, employment
status, job role, practice setting, years of hospice/palliative
care work experience, and patient caseload size. Based
on U.S. census tract delineations, geographic region was

deter- mined using respondent’s I[P address, which is
estimated to be
$95% accurate.®®

ACP roles, responsibilities, and behaviors. Respondents

provided information about ACP roles, responsibilities, and
activities for social workers. Specifically, they were asked
whether social workers in their respective
department/agency are conducting ACP conversations with
patients/families [Yes/No]; whether social workers are
responsible for ensur- ing that patients are informed
about ACP options in their given practice setting [Yes/No];
and whether social workers are primarily responsible for
documenting patient/family preferences about ACP in their
setting [Yes/No].

Respondents were also asked several questions about
how often they engage in ACP with patients and families:
“In a
typical month, how often do you participate in advanced
care planning discussions with patients or families?” Six
possible responses were offered and coded as follows: 1
=Never/ hardly ever; 2=1-2 times; 3=3-5 times; 4=6—
10 times;
5=11-20 times; and 6 =More than 20 times. Using the same
response set, participants were also asked about the
fre- quency with which they lead ACP discussions: “In a
typical
month, how often do you lead advanced care planning dis-
cussions with patients or families?”

Additionally, to understand whether ACP conversations
were generally single conversations or an ongoing series of
discussions, the survey posed the following: “In a typical
ACP process with a patient/family, how many sessions/dis-
cussions are required?” Four response possibilities were

given: 1, 2, 3, or more than 3.

Self-rated competency. Respondents in the clinical
sample were asked to assess their own competency with
conducting ACP conversations using a single item measure:
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Table 1. Respondent Characteristics Table 1. (Continued)
Full Clinical Full Clinical
sample sample sample sample
Characteristics (N=641) (N=456) Characteristics (N=641) (N=456)
Gender (%) Community-based palliative care 39 (6.1) 32 (7.0)
Female 566 (88.3) 411 (90.1) Inpatient palliative care 91 (14.2) 74 (16.2)
Male 73 (11.4) 44 (9.6) Oncology 96 (15.0) 92 (20.2)
Missing 2 (0.3) 1(0.2) Nursing home/long-term care 20 (3.1) 16 (3.5)
Race/ethnicity (%) Private practice 8 (1.2) 6 (1.3)
White 575 (89.7) 403 (88.4) Other 88 (13.7) 74 (16.0)
Black 7 (1.1) 5(1.1) Missing 54 (8.4) 1(0.2)
Hispanic/Latino 20 (3.1) 17 (3.7)
Asian 12 (1.9) 9 (2.0) The clinical sample includes only respondents with a patient
Mixed race/background 12 (1.9) 10 (2.2) Cafeload- ) ) ) )
Other 7 (1.1) 6 (1.3) LCSW license typically requires an MSW or equwalent graduate
Missing 8 (1.2) 6 (1.3) ssﬁreieByNsottatil_l states have licensing and licensing nomenclature
Highest social work education/licensure (%)
BSW 32 (5.0) 21 (4.6)
MSW 140 (21.8) 107 (23.5) “On ascale of 1-10, how would you rate your competence in
LCSW or other license® 437 (68.2) 314 (68.9) facilitating advanced care planning discussions with patients
PhD 19 (3.0) 7 (1.5)  and families?” Response options ranged from 1=not at all
Missing 2(0.3) 0 (0) competent to 10 = expert competence.
Employment status (%)
Full-time 544 (84.9) 398 (87.3)
Part-time 65 (10.1) 36 (7.9)  Analysis
gtUdem 7 (1.1 1(0.2) Data were cleaned to eliminate duplicates and cases
ther 22 (3.4) 19 (4.2) . . o . :
Missing 3 (0.5) 2 (0.4) with substantial missing variables (>50% of variables
Geographic region (%) missing— not due to skip logic). In this process, 41 cases
Northeast 165 (25.7) 112 (24.6) Were deleted, thus reducing the initial sample from 690
Midwest 124 (19.3) 90 (19.7) cases to 641.
South 200 (31.2) 137 (30.0) Among the 641 respondents in the full sample, 144 indi-
West 141 (22.0) 110 (24.1) cated a caseload of zero, while 41 cases had missing data for
Other 11 (1.7) 7(15) the caseload item. This left 456 cases (71% of the full sample)
Primary job role (%) in the main analytic sample (i.e., the clinical sample), which
Clinical social worker 410 (64.0) 351 (77.0)  consisted exclusively of respondents reporting a patient
Social work manager 50 (7.8) 14 (3.1)  aseload.
Policy/Advocacy 1(02) 0(0) Sample characteristics for both the full sample and clinical
Researcher 3 (05 0 (0) sample of respondents with a patient caseload were
Educator 15 (2.3) 2(0.4) P P P
fo 30 (4.7) 2 (0.4) sum-
Adm!nlstrator 75 (11.7) 50 (11) marized using frequencies and percentages for key demo-
Multiple roles 53 (8.3;) 37 (8.1) graphics. Descriptives for variables describing ACP practices
Other roles for the clinical sample. The clinical sample
Missing 4 (0.6) 0 (0) were conducteq or the c mple. Samp
was also exclusively used for all bivariate analyses. Bivariate
Patient caseload (%) 144 (22.5) 0 (0) tests (i.e., chi-square for nominal data, Kruskal-Wallis test
None 44 (6.9) 44 (9.6) for ordered categorical data; and analysis of variance [i.e.,
16219 66 (10.3) 66 (14.5) ANOVA] with Bonferroni’s correction for continuous data)
20-39 104 (16.2) 104 (22.8) explored differences for the following practice settings of
30-39 84 (13.1) 84 (18.4) interest: community-based hospice, community-based palli-
40-49 33 (5.1) 33 (7.2) ative care, inpatient hospice, and inpatient palliative care
50+ 125 (19.5) 125 (27.4) and
Missing 41 (6.4) 0(0) oncology. When reporting frequency of involvement in ACP
Years of hospice/palliative care experience (%) discussions (ordered categorical data), we present means
as well as medians to facilitate interpretation of results.
Spear-
man’s correlation coefficient was used to determine the
strength and direction of the relationship between self-
rated
0-2 years 96 (15.0) 87 (19.1) competency and (1) years of hospice/palliative care experi-
3-5 years 116 (18.1) 107 (23.5) ence; (2) frequency participating in ACP discussions; and (3)
6-10 years 113 (17.6) 104 (22.8) frequency leading ACP discussions.
10+ years 166 (25.9) 157 (34.4)
Missing 150 (23.4) 1(0.2)
Primary practice setting (%) Inpatient hospice 24 (3.7) 14 (3.1)
Community-based hospice 221 (34.5) 148 (32.5)

(continued)
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Results

Full sample

As shown in Table 1, 676 respondents were included in the
full sample, most of whom were female (88.5%), white
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(88.3%), and with a masters-level social work degree or
higher (93%).

Clinical sample

Table 1 also shows that 456 respondents reported having
a current patient caseload and were thus included in the
clinical sample. Among these respondents, 90% were female,
88% white, and most (87.3%) were employed full-time.
Over three-quarters (77%) reported their primary job role
as clin- ical social worker with the second most common
response (11%) being multiple roles. Based on U.S. census
tract ca- tegories, respondents were geographically
dispersed across the United States. Caseload size varied
widely. Nearly half (46.9%) reported having a patient
caseload ranging from 1 to
39, while 53.1% had caseloads of 40+. The clinical sample
was relatively seasoned, with 57.2% reporting six or more
years of hospice/palliative care experience. Respondents
came from a range of settings, with the majority (32.5%)
coming from community-based hospice, 20.2% from oncol-
ogy, and 16.2% from inpatient palliative care.

ACP roles, responsibilities, and behaviors
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department/facility are conducting ACP discussions with
patients and/or families (96.3%). Nearly four-fifths (79.6%)
indicated that social workers in their department/facility
are responsible for ensuring that patients/families are
informed about ACP options. Two-thirds reported that
social workers in their department/facility are primarily
responsible for documenting ACP (67.8%).

The vast majority (97%) of clinical social work respon-
dents reported being involved in ACP discussions in a typical
month. Similarly, a large proportion (93%) of respondents
indicated taking the lead in such discussions in a given
month. In fact, over two-thirds (69%) reported that they
participate in ACP discussions at least six or more times per
month, while slightly fewer (60%) reported leading ACP
discussions at least six or more times in the typical month.
Seventy-eight percent reported that ACP sessions/discus-
sions require at least two or more encounters.

Self-rated competency

When asked about their level of competence in facilitating
ACP discussions, respondents generally rated themselves
highly. With higher ratings indicating greater competence,
the mean rating was 8.0 (standard deviation [SD]=1.6) on a
1-10 scale. Just under a fifth of the clinical sample (18.6%)

As shown in Table 2, among respondents in the clinical rated themselves a 10, the highest possible
sample, the vast majority reported that social workers in competency
their

Table 2. ACP Responsibilitiesand Activities by Social Workers

Survey item N (%)
Are social workers in your department/facility conducting advanced care planning discussions with patients 439 (96.3)

and/or families? [YES]
In my primary practice setting, social workers are responsible for ensuring that patients are informed 363 (79.6)
about

ACP options [YES] 309 (67.8)

In my primary practice setting, social workers are primarily responsible for documenting patient/family ACP

preferences [YES]

In a typical month, how often do you participate in advanced care planning discussions with patients or families?

Never or hardly ever 11 (2.4)
1-2 times 52 (11.4)
3-5 times 74 (16.2)
6-10 times 96 (21.1)
11-20 times 107 (23.5)
20 times or more 112 (24.6)
Missing 4 (0.9)
In a typical month, how often do you lead advanced care planning discussions with patients or families?
Never or hardly ever 30 (6.6)
1-2 times 69 (15.1)
3-5 times 81 (17.8)
6-10 times 102 (22.4)
11-20 times 90 (19.7)
20 times or more 82 (18.0)
Missing 2 (0.4)
In a typical ACP process with a patient/family, how many sessions/discussions are required?
One 89 (19.5)
Two 216 (47.4)
Three 99 (21.7)
More than three 42 (9.2)
Missing 10 (2.2)
On a scale of 1-10, how would you rate your competence in facilitating advanced care planning discussions 8.0 (1.6)

with patients and families? [1=not at all competent/10 =expert competence] M(SD)
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ACP, advance care planning; SD, standard deviation.
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rating, and two-thirds (67.3%) rated themselves either an
eight or higher.

Differences by practice setting

When considering ACP discussions by practice setting,
there were significant differences. As displayed in Figure 1,
differences were found in whether social workers are primarily
responsible for documenting ACP preferences (p <0.001) and
whether they are responsible for informing patients/families
about ACP options (p <0.001). In general, social workers in
oncology and inpatient palliative care settings were less likely
to be responsible for documenting ACP and ensuring that
patients/families are informed about ACP options.

Practice settings also differed in terms of the frequency of
social work involvement ( p <0.001) and leadership ( p <0.001)
in ACP discussions. As shown in Figure 2, oncology social
workers were also less frequently involved in ACP discussions
(median 3-5 times/month) than other settings. When
focusing on social work leadership in ACP discussions, most
social workers reported leading ACP conversations on a
routine basis (Fig. 3). However, oncology social workers
reported that they less frequently had a leadership role in
ACP discussions (me- dian 3-5 times/month) relative to other
practice settings.

Self-rated competency to facilitate ACP discussions (1—
10) differed by setting (p =0.034), but post hoc tests to iso-
late differences were not statistically significant. Oncology
social workers rated themselves lowest, with an average
rating of 7.6 (SD=1.7), while inpatient hospice social
workers rated themselves highest (M =8.7; SD=1.4).

Other associations with competency

Years of experience in hospice/palliative care positively
correlated with self-rated competency to facilitate ACP dis-
cussions (Spearman’s rho =0.41, p<0.001). Additionally,
self-rated competency positively correlated with frequency
of participating in, and leading, ACP discussions with pa-
tients or families (Spearman’s rho=0.32 and 0.38, respec-
tively, p<0.001 for both). Self-rated competency, however,

0% 1

80% 1 -

" i I
Community Based Inpatient Hospice Community Based

Inpatient Patiative Care ‘Onciology
Hospace Palkstive Care

SWs = Social workers; ACP = Advance care planning. Differences across settings were statistically significant for both
advance care planning responsibdities (i.e., documeanting and informing; p<.001).

B SWs are responsible for ensuring
patients/families are informed of
ACP options

SWs are primarily responsible for
documanting ACP preferences

E

Percent Reporting "Yes"

§ 8 8 § 8

FIG. 1. Social workers’ ACP responsibilities by practice
setting. SWs, social workers; ACP, advance care planning.
Differences across settings were statistically significant for
both ACP responsibilities (i.e., documenting and informing;
p<0.001).
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FIG. 2. Frequency of social work participation in ACP

discussions with patients or families by setting. *Mean and
median values are reported to illustrate the central
tendency of responses. Means are derived from the
following coding scheme: 1 = Never/hardly ever; 2 = 1-2
times; 3 =3-5 times;

4=6-10 times; 5=11-20 times; and 6 =More than 20 times.

did not differ by education (i.e., as indicated by highest social
work degree) or licensure.

Discussion

This is the largest known study describing the ACP prac-
tices of social workers in hospice and palliative care settings
in the United States. While many hospice and palliative care
social workers know of their own meaningful involvement
with ACP, there is scant evidence documenting these roles
and responsibilities. This study has clarified the prominent
level of involvement, suggesting that most social workers in
palliative care-related settings contribute to ACP through an
array of critical activities—patient and family education,
facilitating discussions, documenting discussions or plans,
and team leadership.

Strikingly, the vast majority (97%) of respondents with
clinical responsibilities reported being involved in ACP dis-
cussions on a regular basis (at least monthly) and 93% re-
ported leading such discussions. Thus, our evidence suggests

B Median
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Never or
Hardly Ever
c p [ o g
Based Hospice Based Palliative
Hospice Palliative Care
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FIG. 3. Frequency of social work leadership in ACP dis-

cussions with patients or families by setting.*Mean and
median values are reported to illustrate the central
tendency of responses. Means are derived from the
following coding scheme: 1 = Never/hardly ever; 2 = 1-2
times; 3 =3-5 times;

4=6-10 times; 5=11-20 times; and 6 =More than 20 times.
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that social workers are heavily involved in facilitating ACP
discussions on a routine basis. To ensure individuals are ade-
quately informed about their ACP options—and that their
treatment preferences are honored—healthcare providers
and policy-makers should both recognize and support the
promi- nent and indispensable role social workers have in
conducting ACP discussions. This role is likely rooted within a
strong interdisciplinary network as a defining characteristic
of palli- ative care is the complementary involvement of peer
disci- plines such as nursing, medicine, and chaplaincy. Future
research should examine how interdisciplinary teams
delegate ACP responsibilities among team members.

Despite high levels of reported involvement in ACP ac-
tivities across all settings, educating individuals and their
families about ACP options and documenting ACP prefer-
ences differed among settings in meaningful ways. Higher
proportions of hospice social workers, whether working in
residential or community-based care, and community-
based
palliative social workers performed these activities than
their hospital-based colleagues in palliative care and
oncology. This finding may reflect greater opportunity
for hospice
social workers on interprofessional teams to develop ACP
activities than hospital-based social workers.'® Other possi-
bilities for this finding may be that hospitalization is often a
time of crisis and is not the ideal setting for ACP or that
hospital stays are too short for the relationship-building
and multiple discussions that may be needed for effective
ACP.Y Furthermore, hospital-based practice may reflect the
physician-led medical model, with physicians and nurses
more likely to perform these functions than social workers;
ACP may be viewed more as a team responsibility in hospice
and other community settings.18 Additional research is nee-
ded to explore differences across settings.

Our findings suggest high levels of self-rated competency
among social workers conducting ACP activities, with two-
thirds of respondents (67%) rating themselves an eight or
higher (on a 1-10 scale). It is expected that few MSW pro-
grams provide formal education on ACP; therefore, social
workers are likely to acquire these skills through on-the-job
experience, shadowing skilled professionals, and mentor-
ship. Social workers with strong ACP skills are vital re- sources
for educating other social workers and team
members, as well as for competent provision of care. How-
ever, ratings of self-competency are by nature subjective
and are not based on objective standards. With calls for
greater use of ACP, such as from the National Academy of
Medicine (formerly the Institute of Medicine), a consensus is
needed on the requisite knowledge and skills necessary for
competent ACP practice, in addition to objective measures
of compe- tency across health professions.

Limitations

This study used nonprobability sampling methods, which
limit the generalizability of the resulting data. Additionally,
we were unable to determine the impact of non-response
due to a lack of information about non-responders; it is
possible that non-response bias may have impacted results.
This being said, the sample was dispersed geographically and
respon- dents reported working in a variety of practice
settings, which suggests that respondents represent a broad

cross section of social workers affiliated with hospice and
palliative care.
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Some survey items may have been interpreted
differently by different respondents, thus complicating the
interpretation of results. For example, we asked
respondents whether they were primarily responsible for
documenting patient/family ACP preferences. It is possible
to interpret this item as asking whether the primary role of
the social worker is to document ACP (rather than engage in
other activities), or whether the social worker is the one
who is primarily responsible for documenting ACP (among
the members of the healthcare team). Future work should
clarify the social worker’s role in documenting ACP.

Our sample was relatively homogeneous, with only 8% of
respondents identifying themselves as nonwhite (Table 1).
This suggests a pressing need for greater diversity among
hospice and palliative social work professionals and may
have implications for diversity among other palliative care
professionals as well. Greater diversity in the profession
may, in turn, help address the disconcerting racial/ethnic
disparities observed in hospice and palliative care as Afri-
can Americans and Latinos are less likely to access these
services.

While this survey provided respondents opportunities to
elaborate on their answers through open-ended
responses— which will be analyzed in a separate article—
qualitative re- search is needed to better comprehend the
ACP perspectives and experiences of hospice and palliative
care social workers.

Conclusion

Social workers are core members of the healthcare team
performing ACP. These findings provide compelling evi-
dence that social workers frequently play a prominent role in
ACP discussions. A majority of our sample of social workers
work to ensure that patients and families are educated
about ACP options, as well as participate in, lead, and
document ACP discussions. Therefore, providers and
administrators should support social work participation in
their ACP pro- grams. Furthermore, policy-makers, including
CMS, should incorporate the contributions of social workers
in policies and programs supporting ACP, such as those that
reimburse healthcare professionals for their time when
engaging in ACP conversations.
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