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ABSTRACT

Patients and families are often asked to make critical decisions about end-of-life (EOL) care without any
warning or knowledge of the patient’s wishes. EOL decisions may cause significant anxiety for all involved.
A study was conducted to assess the prevalence of advance care planning (ACP) discussions and to identify
barriers and facilitators to these discussions by nurse practitioners. Educational, time, and systems factors

improve health care.
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were found to impact these discussions. Developing educational programs and influencing policies
surrounding ACP may increase the number of discussions and promote advocacy for the patient and
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Ithough patients may live longer because of

advances in medical technology, the quality

of life near end of life (EOL) may not be
optimal. The complexity of multiple chronic con-
ditions along with an aging population may lead to
more frequent and prolonged hospitalizations. These
circumstances may create a situation in which patients
or families are asked to make critical decisions about
EOL care without any warning or knowledge of
the patient’s wishes in a time-restricted manner.
Decisions made during a time of health care—related
crisis for the patient can be overwhelming. Conver-
sations about EOL issues at this time can cause added
stress and may not accurately reflect the patient’s
wishes." These discussions need sufficient time
allotted for explanations,” require an empathetic
approach, and demand honesty from the care
provider to give the patient and family sufficient
information to make appropriate decisions. Ideally,
these conversations occur in advance of a crisis
through an ongoing dialogue with one’s health care
provider.

The process of advance care planning (ACP) is

a method by which patients contemplate future
health care decisions and document their wishes.”
Discussions with patients and their families to engage
them as active participants in their care are essential to
ACP. Through patient engagement, explanations of
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illnesses, and anticipatory planning, patients can make
informed health care decisions. These proactive ACP
conversations may help reduce both personal stress
and financial burdens.

Health care costs and their burden on society have
recently been the focus of much public attention.
This burden encompasses issues of patient advocacy,
personal financial expenses, concerns about control-
ling health care costs, and the future viability of both
Medicare and private insurance systems. Improve-
ments in medical treatments and prognoses have
contributed to instances in which health conditions
previously considered terminal are now extended
chronic illnesses. At a time of acute hospitalization,
a lack of previous ACP discussions may add to the
personal anxiety of the patient/family and lead to
medical interventions that may not be desired. ACP
is crucial to help reduce the cost associated with EOL
concerns for both the patient/family and the health
care system.

Several benefits of ACP have been cited in the
literature and include patient comfort and dignity;
increased patient satisfaction with care; decreased
patient, family, or provider anxiety with respect
to making a life decision in an urgent situation;
increased knowledge of the provider in understand-
ing patients’ wishes; and decreased cost to the health
care system.” Despite the widely known benefits of
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ACP discussions, many barriers may exist to having
these discussions. These may include time issues,
communication difficulties, personal anxiety about
the topic, lack of provider training in discussing this
topic, lack of provider knowledge about advance
directives (ADs), and concern about patient acceptance
of the discussion."”*

Knowledge of nurse practitioner (NP) practice in
the area of ACP is limited. Previous research has
primarily focused on increasing the numbers of ADs
rather than the process of ACP and almost exclusively
concentrated on physicians.””'” Few studies exist
involving NPs and ACP.'""” Provider beliefs may
also impact the decision to initiate ACP discussions.
Stoeckle et al'® investigated provider beliefs in 1998.
Revisiting the changes in beliefs in the current health
care environment may also lead to additional insight
regarding NP practice and ACP discussions. Current
health care policy experts are investigating increasing
patient satisfaction, containing costs, and encouraging
NPs to be primary care providers.'”'” Research
investigating whether NPs are having ACP discussions
or not should be included.

NPs are advocates for their patients in all aspects of
health care, and this should include ACP. Having and
appropriately documenting these discussions may also
increase the quality of care and decrease long-term
costs. Exploring the barriers and facilitators NPs
encounter with respect to ACP discussions is critical
to improving patient advocacy and lowering health
care expenses at EOL. Aligning with Kolcaba’s
Comfort Theory'”’ of providing support as patients
progress through life and death, the purpose of this
study was to assess the prevalence of ACP by NPs and
to identify perceived personal, professional, and
systems barriers and facilitators to NPs having ACP
discussions.

METHODS

This study used a quantitative nonexperimental
descriptive design. A nonprobability convenience
sample of NPs from a statewide organization’s data-
base self-selected to participate in the survey. The
survey was delivered via the Internet using Survey-
Monkey (SurveyMonkey, Inc. Palo Alto, CA). It
was conducted using an established and validated
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questionnaire'© to investigate provider beliefs and
perceptions along with a professional and demo-
graphic component developed by the principal
researcher.

The questionnaire included 5 demographic and
6 professional characteristic questions, 4 questions
about previous EOL education, and 2 questions
about barriers and facilitators to ACP for NP practice
identified by a review of the literature followed by
Stoeckle’s End of Life Care Decision Questionnaire
II (EOLCDQ II).'° The participants were asked to
respond to the barrier and facilitator questions in a
5-point Likert scale format rating various time issues
and systems factors. One open-ended question was
included to identify any other EOL issue not addressed
by the formal questions.

Both the institutional review board of the university
and the research committee of a statewide organiza-
tion of NPs approved this study. After obtaining
approval, a cover letter explaining the purpose of the
study and containing the SurveyMonkey link was
sent to the web editor of the state organization who
in turn distributed the survey to the organization’s
database for members to complete. Each participant
was required to electronically check a box in order to
proceed, indicating consent to participate. Upon
completion, survey responses were automatically sent
to SurveyMonkey for storage.

Data were collected over a 75-day time period in
2014. A reminder notice was not sent because of
technical issues with the Internet format. All
responses were anonymous and kept confidential in
an electronic password-protected location. A total
of 160 responses were returned for a response rate
of 13%.

Data were analyzed using descriptive statistics using
the SPSS statistical program (version 22; SPSS Inc,
Chicago, IL). The demographic questions and the
EOLCDQ II were evaluated with measures of
central tendencies. Cross tabulations were used to
evaluate relationships between NP education, EOL
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educational opportunities, demographic responses,
and personal experiences to conducting ACP dis-
cussions. The dependent variables of how often NPs
were having ACP discussions with patients and
families were grouped according to reported fre-
quency of discussions. The three categories were
never/rarely, sometimes, and often/always. The
barrier questions to ACP discussions were evaluated
and recoded according to the categories of time-
related barriers and insufficient organizational (sys-
tems) factors. The facilitator questions were also
analyzed according to time-related and organizational
(systems) facilitators. The 3 categories of reported
ACP discussions were used to assess the associations

Table 1. Nurse Practitioner Sample Characteristics

between the various possible barriers and facilitators
and the frequency of ACP discussions using 1-way
analysis of variance (Kruskall-Wallis). A post hoc
power analysis was conducted. Sample size was suf-
ficient to achieve 80% power.

RESULTS

The majority of the NP participants were female
(94.4%), white (92.5%), and married (77%) with a
master’s degree (87.2%) and working 30 hours or
more (76%). The ages of the respondents ranged
from 20 (5%) to over 65 (3%) with the majority
falling between 30 and 65 (92%). Areas of practice
were dispersed throughout the state with the majority

% of Discussions

Characteristic Value n (%) Patient Family
Age (N = 160) 20-39 52 (32.5) 65.4 61.5
40-60 83 (51.9) 69.9 67.4
>60 25 (15.6) 72.0 68.0
Sex (N = 160) Female 151 (94.3) 68.2 64.9
Male 9 (5.6) 77.7 75.0
Practice Setting (n = 159) missing 1 Physician/outpatient 61 (38.0) 64.5 61.3
Hospital/outpatient 26 (16.3) 57.7 50.0
Community 6 (3.7) 66.7 83.3
Hospital/inpatient 13 (8.1) 100.0 92.3
Long-term care 11 (6.9) 100.0 100.0
Other 42 (26.4) 64.3 61.9
Specialty (N = 160) Family 68 (42.5) 63.3 60.3
Adult/gerontology 47 (29.3) 89.4 80.8
Pediatric 6 (3.7) 0.0 0.0
Women's health 4 (2.5) 0.0 0.0
Primary care 5(3.1) 60.0 60.0
Other 30 (18.7) 73.3 76.7
Years in practice (n = 158) missing 2 0-5 46 (29.1) 68.1 61.7
6-15 56 (35.4) 66.0 69.7
16-25 30 (18.9) 70.0 60.0
>25 26 (16.4) 73.9 69.2
Primary care (n = 158) missing 2 Yes 86 (54.0) 70.9 65.1
No 72 (46.0) 65.3 65.2
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in either the capitol city (27%) or the north shore
region (22%). Of the respondents, 55% practiced in
physician offices or outpatient settings. The majority
of respondents held specialty certification for family/
adult gerontology (71%). The number of reported
years in practice ranged from O to greater than 25
with the majority between 6 and 25 years (54%).
Practicing primary care; age greater than 30; having
certification in adult/gerontology; working more
than 20 hours; and working in long-term care,
inpatient, or a community setting were associated
with a higher frequency of ACP discussions.
Overall, 65% of NPs report having discussions at
least some of the time. Table 1 summarizes the
sample characteristics and the frequency of ACP
discussions.

Seventy-nine percent of NPs felt that additional
training would enhance their ability to conduct ACP
discussions. Evaluating the association of education
and ACP discussions revealed that those who
reported having formal NP education on EOL or
had taken continuing education courses were having
more discussions (72.8% and 86.8%, respectively).
Thirty-nine percent of the respondents did not have
knowledge of the federal mandate for health care
institutions that accept Medicare to provide AD
information to patients.

Barriers and facilitators were categorized into
time- and systems-related factors. Table 2 lists these
factors. The median scores of time-related variables
did not differ across the NP groups having ACP
discussions with patients and families because time
was reported as both a barrier and a facilitator across
all groups although it was not statistically significant
in the NP groups having discussions with families
(P > .05). All 3 groups of NPs felt extra time was a
facilitator to ACP discussions with both patients and
families. Lack of time was reported as a barrier to

Table 2. Barriers/Facilitators

discussions except for the NP group always having
discussions with families.

The median scores of systems factors did differ
among all the NP groups (P < .05). The NPs who
were never having discussions with patients or fam-
ilies reported systems factors to be a barrier, whereas
those always having discussions did not feel that
systems factors were a barrier. System factors were
reported to be facilitators in the NP groups some-
times and always having discussions. The group never
having discussions reported no systems facilitators
with patients or families.

Three major themes were identified in the
open-ended question concerning ACP discussions.
These included a lack of knowledge, issues related
to specific practice settings, and cultural or language
concerns.

The EOLCDQ II '* questionnaire results focused
on participants’ beliefs about EOL concerns. The
results of the 9 questions are found in Table 3. For
comparison, the table lists the initial survey results in
1998 as well as the current results from this study.
Key findings identified pertained to education and
changes in opinions about patient-centered care. The
most dramatic change was noted in the last question
concerning the patient having the right to make his
or her own EOL care decisions.

DISCUSSION

The overall results of this study indicate that although
there is a substantial group of NPs regularly having
ACP discussions, personal, professional, and systems
factors all influence whether or not the NP will
conduct these discussions. These findings show results
similar to those previously reported in the literature
with physicians. The pivotal role of education is
confirmed by the finding that NPs who had taken
continuing education courses were more than twice

Time-related Barriers Time-related Facilitators

Systems Barriers Systems Facilitators

Lack of time Adequate staff

Staff shortage Length of appointment
Length of appointment Type of appointment

Type of appointment

Lack of education Having an EMR

Lack of forms Availability of forms
Lack of EMR Support of leadership

Lack of leadership Previous training

EMR = electronic medical record.
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Table 3. Comparison EOLCDQ 11"® 1998 and 2014

Survey Strongly Agree, Neutral, Disagree, Strongly Missing,
Question Year Agree, n (%) n (%) n (%) n (%) Disagree, n (%) n (%)
My work experience enables 1998 0 (0.0) 1(0.5) 6 (2.8) 86 (40.4) 119 (55.9) 1(0.5)
me to discuss end-of-life care 2014 48 (29.8) 67 (41.6) 18(11.2) 17 (10.6) 5 (3.1) 6 (3.7)
decisions with patients and
their families
My educational preparation 1998 1 (0.5) 13 (6.1) 16 (7.5) 106 (49.8) 76 (35.7) 1(0.5)
enables me to discuss end- 2014 19 (11.8) 73 (45.3) 30(18.6) 34(21.2) 1 (0.6) 4 (2.5)
of-life care decisions with
patients and their families
| feel comfortable using the 1998 1(0.4) 14 (6.6) 27 (12.7) 90 (42.3) 78 (36.6) 3(1.4)
words “die” and “death” when 2014 38 (23.6) 87 (54.0) 14 (8.7) 12 (7.5) 4 (2.5) 6 (3.7)
discussing end-of-life care with
my patients or families
Patients and their families are 1998 12 (5.6) 84 (39.4) 44 (20.7) 59 (27.7) 13 (6.1) 1(0.5)
given consistent information 2014 7 (4.3) 3924.2) 47 (29.2) 49(30.4) 13 (8.1) 6 (3.7)
in end-of-life care discussions
Patients and their families 1998 5(2.3) 54 (25.3) 73 (34.3) 64 (30.0) 14 (6.6) 3(1.4)
understand the information 2014 5 (3.1) 36 (22.4) 60 (37.3) 46 (28.6) 8 (5.0) 6 (3.7)
they are given about
end-of-life care decisions
| believe patients and families 1998 7 (3.3) 66 (31.0) 48 (22.5) 70 (32.9) 19 (8.9) 3(1.4)
are approached about 2014 15 (9.3) 66 (41.0) 42 (26.1) 28(17.4) 3(1.9) 7 (4.3)
end-of-life care decisions in
an atmosphere that is
nonthreatening and
conducive to processing
difficult decisions
Patients and families are 1998 9 (4.2) 53 (24.9) 39(18.3) 88 (41.3) 21 (9.9) 3(1.4)
regularly included in update 2014 13 (8.1) 54 (33.5) 51(31.7) 32(19.9) 5 (3.1) 6 (3.7)
discussions regarding their
end-of-life care decisions
End-of-life care discussions 1998 1(0.5) 7 (3.3) 14 (6.6) 107 (60.2) 82 (38.5) 2(0.9)
facilitate physician and family 2014 40 (24.8) 91 (56.5) 19(11.8) 4 (2.5) 2 (1.2) 5(3.1)
agreement on treatment
All patients have a right 1998 1(0.5) 4(1.9) 8 (3.8) 55 (25.8) 143 (67.1) 2 (0.9)
to make end-of-life care 2014 111 (68.9) 41 (23.3) 2(1.2) 3(1.9) 0 (0.0) 4 (2.5)
decisions

as likely to have had ACP discussions with patients
compared with NPs who had not taken classes. The
majority of respondents felt that additional education
would enhance their ability to conduct ACP dis-
cussions. Lack of knowledge regarding the Patient
Self-Determination Act also influenced whether NPs
were having ACP discussions because those who
were aware of the federal mandate indicated they
were having more frequent ACP discussions. Despite
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the importance of education in conducting ACP
discussions, only a single study had previously
addressed the educational preparation of NPs
regarding EOL care.”” Offering education in EOL
issues may help increase the incidence of ACP
discussions.

One of the key findings in this study was that
all the NPs indicated time factors to be critical in
facilitating ACP discussions. ACP is a process that

Volume 11, Issue 8, September 2015



requires sensitivity and extended time to answer
questions, investigate spiritual values, and educate the
patient. This cannot be accomplished during a single
or an urgent visit.”' This indicates that the primary
care setting, where a patient has repeated contact
with a provider, is the best location to conduct ACP
discussions. The current study also found a positive
association between length of time having known the
patient and more ACP discussions. This result also
supports the primary care setting as quintessential
for ongoing conversations at regularly scheduled
appointments. Scarce literature exists investigating
the initiation of the ACP process upon first entry into
adult primary care and with healthy patients. This is an
ideal time to start the ACP process; having repeated
discussions rather than a 1-time conversation and older
age of the patient were facilitators to ACP.”'>**
Scheduling appropriate-length appointments to allow
sufficient time for these focused conversations is critical
to encouraging this process.

Systems issues including ACP/AD form avail-
ability, lack of leadership support, and reimbursement
concerns were all reported to be significant barriers
to ACP discussions. This study aligned with previous

research that had also identified many of these same
222

concerns. ? Improving these organizational
issues may be accomplished through changes such as
incorporating an electronic medical record (EMR) to
assist with documentation and form retrieval. In an
extensive literature review, Jezewski et al” found that
combining patient and provider interventions was
more successful than either patient or provider
interventions alone. Although this study identified
provider barriers and facilitators, ideally a combined
approach of addressing provider and patient concerns
can be used to encourage ACP discussions.
Limitations noted in this review of the literature
consisted of time constraints and reimbursement
issues similar to the current study’s findings of time
barriers. The current model for reimbursement is
based on diagnosis rather than time. Without a
specific diagnosis code associated with ACP and with
complex patient issues that must be managed during
routine visits, ACP discussions may not be a priority.
Encouraging leadership to support ACP as part of
routine care and help resolve systems barriers is
essential.'”” A promising result of this study is that
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despite the perceived limitations NPs identified
surrounding ACP, at least 60% of NPs are sometimes
or always having discussions.

This study also noted a dramatic change in pro-
vider beliefs about EOL as previously documented
with the EOLCDQ I1.'° Increases were noted in
the respondents’ belief that patients and families
were more directly involved in EOL discussions
and decisions. This patient and family involvement
included being given consistent EOL information
and being involved in treatment plans. Promoting
the participation of the patients in their own care by
sharing information and helping the patients/families
in understanding the complexities of EOL is within
the sphere of NP influence. The most significant
finding was the change in the belief that the patients
had a right to make EOL decisions for themselves.
Almost all of the NPs currently believe that patients
are at the center of their care. This represents an
important step toward empowering patients to be
active participants in their care, which is a cornerstone
of ACP. The evolution of the NP role in promoting
patient autonomy throughout the life span may be an
explanation.

LIMITATIONS

Some limitations of this study include the low survey
response, using a convenience sample, and obtaining
little information regarding the type of practice and
practice setting. The results may not represent the
true NP population. This study was conducted in a
medically dense geographic area. The responses on
the survey may be skewed because of the availability
of expert medical care, particularly at EOL, as well as
proximity to academic medical centers.

The EOLCDQ 1I'° scale is more than 15 years
old. The health care industry has undergone significant
changes during that time period. NP practice has
expanded into specialty areas, and the NP role has
increased in the primary care setting. In addition,
patients have become much more educated and
involved in their health care over the past 20 years,
especially with the availability of information on the
Internet. These issues may have influenced the dramatic
difference in responses to the EOLCDQ II."

Lack of understanding by the respondents
regarding the difference between the concept of ACP
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and an AD may have affected their responses. There
also may have been some confusion regarding being a
primary care provider as opposed to providing some
form of primary care.

IMPLICATIONS FOR PRACTICE

ACP is a complex process. Incorporating inter-
ventions to address both provider and patient con-
siderations may increase the likelihood of having
these conversations. This study’s results support the
idea that education focused on ACP is essential to
enabling providers to engage in ACP. Developing an
educational program that will both enhance the formal
preparation of NPs as well as provide continuing
education regarding ACP is needed.

More research is needed to address some of the
many other factors that may influence ACP and NP
practice. This study could be replicated across all NP
specialties and geographic areas to increase knowl-
edge about this topic. Additional research regarding
health literacy may also be beneficial. Health literacy
was addressed in only 1 study'” and was found to be a
limiting factor. Patients’ lack of comprehension may
be a barrier to participating in ACP. Towers™
presented a protocol for having ACP discussions that
included evaluation of the patient’s values, wishes,
and understanding of ADs. Further research is needed
to understand whether discussion is more successful
than giving educational materials or forms to the
patients for review on their own.

Additional research may help determine the
appropriate content for successful discussions as well
as the communication style of the provider. A
certain technique may increase patient comfort with
these difficult discussions and facilitate continued
dialogue, but weak evidence exists for an ideal
communication style. Charlton et al”” reported that
a patient-centered communication style positively
affects patient outcomes. Involving the patient
directly in his or her care not only fulfills the
directive of the Patient Self-Determination Act
but may also improve patient satisfaction. Quality
patient-centered care that incorporates regular ACP
discussions may also improve clinical outcomes.
Research is also needed to include the younger,
healthier population because traumatic events
often occur in the younger population who may
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not have been encouraged to investigate their
wishes for EOL."'

The results of this study also revealed that practice
concerns around time and systems factors influence
the frequency of ACP. Addressing the types and
length of appointments as well as issues surrounding
the availability of forms and leadership support may
help to make ACP an integral part of routine care.
Consideration for revising reimbursement schedules
based on quality of care, rather than length or type of
appointment, may also increase the likelihood of
ACP. Although some codes exist for the discussion of
palliative care or resuscitation status, these codes do
not apply to the healthy population and are not
reimbursable as a stand-alone code. They may,
however, help to identify if and when ACP discus-
sions are occurring. NPs are in a position to affect
some of these policy and procedural changes because
they are assuming larger roles in the primary care
domain and need to be advocates for both the patient
and the health care system. Becoming comfortable
conducting ACP conversations, making the conver-
sations part of the preventive care model, and
receiving compensation for these complicated dis-
cussions may encourage NPs to continue these
conversations.

CONCLUSION

The results of this study suggest that developing
specific programs to enhance the formal and
continuing educational options of NPs as well as
addressing the organizational barriers that currently
exist may increase ACP discussions. Evidence that
exposure to information about ACP increases the
frequency of conversations indicates that additional
education is critical.

Addressing both provider and patient factors to
encourage ACP discussions includes evaluating the
delivery of current health care. Reconsidering the
method of scheduling appointments; providing forms
to be immediately available, retrievable, and more
easily understandable; having leadership support; and
establishing a diagnosis code for ACP discussions may
also increase the likelihood of ACP.

This study’s findings are consistent with the rec-
ommendations included in the Institute of Medi-
cine’s report Dying in America, which encourages
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additional training, using electronic technology, and
increasing reimbursement and provider engagement
to incorporate ACP into practice.” NPs are in a
position to be leaders in this important aspect of
health promotion. As they continue to expand their
roles in all aspects of patient care, incorporating these
discussions into regular preventive care fosters the
ideal of patient-centered health delivery.
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