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Consisting of an interdisciplinary team that places a strong emphasis on commu-
nication with patients and their families, the palliative care coordination program
instituted in 2005 at Fargo VA Health Care System has been successful in improving
the end-of-life care of its veterans with advanced and end-stage cancer.

alliative care is the active total

care of patients whose disease

is not responsive to curative

treatment.! Pain management
and symptom control as well as
psychosocial and spiritual care are
paramount. The primary goal of
palliative care is to achieve the best
possible quality of life (QOL) for
patients and their families.

Over the last decade, the num-
ber of palliative care programs in
U.S. hospitals has grown substan-
tially, according to an analysis by
the Center to Advance Palliative
Care.? Between 2000 and 2009,
the number of palliative care pro-
grams in hospitals with > 50 beds
increased from 658 to 1,568, repre-
senting an increase of 138%.?

Providing hospice and pallia-
tive care to veteran patients has
been a major priority in the VA for
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more than a decade. The VA pro-
vides health care for patients who,
on average, are more seriously and
chronically ill, facing challenging
social and supportive limitations,
and dying in greater numbers than
patients in the general population.
About 1,600 veterans die each day,
whereas only 4% receive hospice
care in a VA facility.®* The VA has
funded several initiatives to pro-
mote palliative care program de-
velopment, staff education, and
quality improvement. Since 2003,
VA facilities have been directed to
have hospice and palliative care
consultation teams. All enrolled
veterans are eligible to receive free
hospice care, regardless of age, liv-
ing arrangement, service-related
status, or financial status. More re-
cently, the VA began the Compre-
hensive End-of-Life Care initiative
to ensure reliable access to quality
end-of-life (EOL) care across the
VA health care systems.* These ef-
forts have significantly improved
the access and delivery of EOL
care to veterans nationwide. Data
provided by the U.S. Department
of Veterans Affairs show that the
number of palliative care consults
rose from 17,000 in 2005 to 41,085
in 2009, and the percentage of in-
patient deaths with a palliative
care consult increased from 38% in
2005 to 69% in 2010.

Parallel to the nationwide in-
crease in the number of palliative
care programs, health care models
focusing on quality improvement,
such as care coordination programs,
have been integrated with pallia-
tive care to improve the quality of
care provided to patients and fam-
ilies.’® Care coordination encom-
passes numerous aspects of health
service provision, including appro-
priate care that is timely and pro-
vided by an interdisciplinary team
comprising medical, nursing, and
allied health professionals.® Key ele-
ments intrinsic to care coordination
include psychosocial assessment,
suitable and timely referrals, infor-
mation provision, and individual-
ized treatment that considers each
patient’s needs and preferences.’

The Advanced Illness Care Co-
ordination Program (AICCP) is a
care coordination model designed
to improve the quality of care for
patients with serious illness.® The
AICCP is designed to promote
communication and understand-
ing between patients and providers
about advanced illness and EOL
issues to promote health literacy,
achieve coordination of care, pro-
vide emotional and social support,
and reduce the barriers to the use
of palliative and hospice services.’
The AICCP has been shown to
improve satisfaction with care, ad-
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Table 1. Provider, themes, and sample questions asked at each Advanced

lliness Coordinated Care-Palliative Care (AICC-PC) Program visit

Visit | Provider Themes Sample Questions
1 Physician Individuality “Where did you grow up?”
assistant Building a relationship with the | “What was your family like?”
veteran and family “Can you tell me about your illness?”
Education on definition and “How did you know something was wrong?”
goals of palliative care “Do you understand your treatment options?”
Quality of life
2 Physician Coping mechanisms “What are some of your concerns at this time?”
assistant Fears and concerns “What, if anything, are you concerned or worried
about?”
“How is your spouse (or significant other) seeming to
handle what is going on?”
3 Social Practical issues (completing “What practical issues is your iliness creating for
worker advanced, directives, review you?”
of veteran benefits, financial
concerns)

4 Dietician Nutritional concerns (weight Questions about dietary history, with opportunity to
loss, anorexia, cachexia, artifi- | discuss problematic issues related to feeding, as well
cial nutrition at end of life) as removing previous dietary barriers that occurred.
Diet education

5 Occupational | Function/safety in the living Questions about the structure of the bathroom

therapist environment Barriers, steps, risks in bathing, toileting, and activi-
Home modifications to pro- ties of daily living
mote function and safety
6 Chaplain Spirituality “Does spirituality have a role in your life?”
Faith “Does your faith impact how you are dealing with
Suffering your disease?”
“Do you find meaning in suffering?”
7 Physician Goal setting “As the disease progresses, where would you want
assistant Achieving peace at the end of to be when things slow down?”
life “What do you want to do with your remaining time?”
Hospice referral if not already “Have you found peace?”
made “Are you afraid of death?”

vanced care planning, communica-
tion, and care delivery to patients
with advanced illnesses.”®

In 2005, Fargo VA Health Care
System (FVHCS) piloted a care coor-
dination model, based on the AICCP,
to improve the quality of care to
veterans with advanced cancer fol-
lowed by the oncology outpatient
clinic. The authors hypothesized that

this model, referred to as the AICC-
Palliative Care (AICC-PC) Program,
would improve the care for veterans
with advanced cancer by allowing
earlier recognition and treatment of
the physical, social, emotional, and
spiritual domains of care. The au-
thors compared the characteristics
and interventions received by veter-
ans with advanced cancer who died

having had AICC-PC services with
veterans with advanced cancer who
received usual care (UC) and died
before the availability of these ser-
vices.

DEVELOPMENT AND STRUCTURE
OF THE AICC-PC PROGRAM

FVHCS is a 70-bed tertiary care
medical center with subspecialty
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Table 2. Characteristics of the Advanced

lliness Coordinated Care-Palliative Care (AICC-PC) Program
and usual care (UC) patients

Characteristics AICC-PC uc P value
No. of patients (%) | No. of patients (%)

Male 40 (100) 37 (93) =.08
Median age 64 (46 to 91) 69 (42 to 84) =.13
(range)
Principal cancer =.07
diagnosis

Lung 17 (43) 30 (75)

Colon 5(13) 1)

Kidney 4 (10) 1(3)

Pancreas 3(8) 2 (5)

Esophagus 3 (8) 0

Rectum 2 (5) 1)

Blood 1) 0

Prostate 1) 1)

Stomach 1) 1)

Bladder 1(3) 2 (5)

Liver 0 1)

Unknown 3(8) 0
Location of 22 (55) 25 (63) =.50
death outside
the VA

services and outpatient clinics.
Being the only VA tertiary care med-
ical center in North Dakota in the
southeast corner of the state, some
veterans travel more than 6 hours
for inpatient and outpatient spe-
cialty care.

Among a full complement of
specialties, FVHCS provides in-
patient and outpatient oncology
and palliative care services. Before
the implementation of the AICC-
PC Program at FVHCS, veterans
with advanced cancer received
follow-up care from the time of
completion of disease-modifying
oncologic treatment with surveil-
lance visits. However, with distance

barriers and no formal care coor-
dination program, these veterans
were often seen on an as-needed
crisis basis. Near death, some vet-
erans would seek hospital care lo-
cally or at FVHCS with a delay in
initiation of hospice care and no
optimal pain and symptom man-
agement at the end of life.

The FVHCS leadership recognized
the need for better continuity and
coordination of care for this vulner-
able population as one of its top level
priorities. Palliative care staff worked
along with the oncology staff to de-
velop and implement a new model
of care coordination based on the
AICCP. The goal of the AICC-PC

Program was to improve the care of
veterans with advanced end-stage
cancer by facilitating earlier access to
palliative care.

Referrals to the AICC-PC Program
were initiated by the oncologists at
the time of diagnosis of advanced
cancer. The AICC-PC Program was
delivered in the outpatient oncology
clinic with 7 individual, structured
clinic visits. The design and context
of the 7 visits were modeled after the
AICCP Manual authored by Tobin
and Larson.® At each visit, a preas-
signed member of the AICC-PC in-
terdisciplinary team interviewed
patients, addressing specific themes
related to EOL care (Table 1). The
visits were documented in structured
templates built in to the Computer-
ized Patient Record System (CPRS).
The delivery of the AICC-PC used a
nondirective health-counseling for-
mat, patient and family education,
discussions about the treatment plan,
and care coordination. Improved
communication with patients and
their families was strongly empha-
sized during the process. The AICC-
PC interdisciplinary team included a
physician assistant (PA), a registered
nurse, a social worker, a chaplain, a
dietitian, and an occupational ther-
apist, all of whom had expertise in
palliative care. All visits included an
assessment of pain, using the 0 to
10 Numeric Pain Rating Scale.” All
palliative care team members would
refer the veteran to the PA for uncon-
trolled pain or symptoms needing
management at the time of the visit
as indicated.

METHODS

Study Population

The study population consisted
of 80 veterans who had received
treatment in the oncology clinic at
FVHCS and died of advanced can-
cer with and without AICCP-PC.
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Table 3. End-of-life care interventions among Advanced lliness Coordinated Care-Palliative

Care (AICC-PC) Program and usual care (UC) patients

Intervention AICC-PC? ucs P value
No. of patients (%) | No. of patients (%)

DNR in place > 5 days before death 34/37 (92) 27/39 (70) =.01
More than 1 admission within last 6 months of life 21/40 (53) 11/40 (28) =.02
ICU stay within last 30 days of life 2/40 (5) 2/39 (5) =.98
Feeding tube placed within last 30 days of life 2/40 (5) 4/36 (11) =.32
Restraints within last 5 days of life 1/40 (3) 2/36 (6) =.49
IV hydration within last 5 days of life 3/40 (8) 7/36 (19) =.12
Community hospice care 25/40 (63) 16/40 (40) =.04
Inpatient hospice care 17/40 (43) 12/40 (30) =.24
Chaplain visit within 2 months of death 28/40 (70) 23/40 (58) =.24
Social worker visit within 2 months of death 26/40 (65) 26/40 (65) =1.0
Advanced directive in place before death 22/40 (55) 10/40 (25) =.006
Pain score of < 3 at time of death 21/39 (54) 21/37 (57) =.80
Routine laxative order in place > 5 days before 22/30 (73) 13/29 (45) =.03
death
Routine opioid order in place > 5 days before death 27/33 (82) 19/33 (58) =.03
2Not all denominators are equal to 40 due to unknown or missing data.
DNR = do not resuscitate; ICU = intensive care unit; IV = intravenous.

Through a retrospective chart re-
view, the first 40 veterans who re-
ceived care from the AICCP-PC
Program and died during June 2005
through July 2007 were identified.
The comparison group consisted
of 40 consecutive veterans who
received usual oncologic care and
died during January 2003 through
May 2005 (pre-AICCP-PC).

Data Collection

Data were retrospective and obtained
by reviewing patients’ medical re-
cords in the CPRS. Demographic
data included age, gender, type of
cancer, and location of death. EOL
care interventions included the fol-
lowing: do not resuscitate (DNR)
order in place > 5 days before death;
more than 1 acute care admission in
the last 6 months of life; intensive
care unit (ICU) stay within the last

30 days of life; feeding tube placed
within the last 30 days before death;
restraints within the last 5 days of
life; intravenous (IV) hydration dur-
ing the last 5 days of life; referral to
home hospice care; inpatient hos-
pice care at FVHCS; social worker
visit within 2 months of death; chap-
lain visits within 2 months before
death; advanced directive in place;
pain score < 3 at the time of most
recent charting before death (if the
veteran was not responsive, the last
responsive pain score given from the
veteran was used for this variable);
laxative order and opioid order in
place > 5 days before death.

Statistical Analysis

Data analysis was descriptive.
Group comparisons were per-
formed by the student ¢ test. The
study also included univariate and

bivariate analyses comparing pa-
tients who received palliative care
with those who received usual
care. SAS 9.1 for Windows (SAS In-
stitute Inc., Cary, North Carolina)
and Epi Info Version 3.3.2 were
used for all statistical analyses.

RESULTS

There were 40 subjects in each
group. The majority of subjects in
both groups were male (Table 2).
The mean age for the UC group
was 69 years, and the mean age for
the AICC-PC group was 64 years.
Lung cancer was the most common
diagnosis in the UC group; lung
and colon cancer were the most
common diagnoses in the AICC-
PC group. Sixty-three percent of
veterans in the UC group and 55%
of veterans in the AICC-PC group
died outside FVHCS. There were
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no statistically significant differ-
ences between the 2 groups.

Bivariate analysis demonstrated
that veterans receiving AICC-
PC were more likely to have a
DNR order in place > 5 days be-
fore death (P = .01) and were
more likely to have an advanced
directive in place before death
(P = .006) (Table 3). Veterans in
this group were also more likely
to have routine orders for opioids
(P = .03) and laxatives (P = .03).
AICC-PC patients were also more
likely to be referred to community
hospice care (P = .04) and to have
more than 1 admission within the
last 6 months of life (P = .02).

DISCUSSION

The study described the impact of
the AICC-PC Program on EOL care
interventions for veterans with ad-
vanced cancer at FVHCS. It demon-
strated that veterans enrolled in the
AICC-PC Program were significantly
more likely to have an advanced
directive in place before death and
a DNR order in place = 5 days be-
fore death. Veterans enrolled in the
AICC-PC Program also had higher
referral rates to community hospice
care and more frequently used opi-
oids and laxatives compared with
veterans who received UC.

This study found that veterans
in the AICC-PC group had better
advance care planning compared
with the UC group. Previous stud-
ies evaluating outcomes associated
with the AICC model documented
similar findings. Engelhardt and
colleagues demonstrated that the
AICCP helped veterans and non-
veterans with advanced illness de-
velop and revise more advanced
directives compared with patients
who received usual care.” In an-
other study, Engelhardt and col-
leagues demonstrated that AICCP

improved communication, ad-
vanced care planning, and in-
creased the number of DNR and
do-not-intubate orders in patients
with advanced diseases and en-
rolled in a managed care system.?

The study also demonstrated a
higher referral rate to home hos-
pice among AICC-PC patients.
This indicates better EOL care
planning and enhanced under-
standing and acceptance of hospice
by the patients and their families.
This finding supports the docu-
mentation in a study by Ciemins
and colleagues, which evaluated
the impact of an advanced illness
management program on hospice
referrals of outpatients with limited
life span and who were enrolled
in home health services.'” These
authors demonstrated that an ad-
vanced illness management pro-
gram, which emphasized EOL care
communication, resulted in higher
referral rates to hospice.!?

Effective EOL care planning is
possible only through proper com-
munication. The authors believe
that enhanced EOL communica-
tion provided by the AICC-PC
team was one of the key factors
that promoted better EOL care
planning and hospice utiliza-
tion in the AICC-PC group. The
AICC-PC team aimed to increase
the patients’ understanding of
their disease and their treatment
options. Efforts were also made
to prepare veterans and families
for important EOL care decisions
while honoring veterans’ goals of
care and promoting emotional and
spiritual support. Once the rela-
tionship was established, an en-
hanced trust was noted. This trust
created a freedom that allowed
open discussions about prognosis
and EOL care choices.

Several studies addressed the

significance of communication in
the provision of EOL care. Early
discussions between patients and
physicians about EOL care prefer-
ences have been associated with
less aggressive medical care and
better QOL.”* According to Bailey
and colleagues, “EOL care discus-
sions are also significant because
they represent a potential turning
point in the trajectory of care away
from a strictly disease-modifying,
curative path to a more symptom-
focused palliative care.”" Poor
communication between patients,
their families, and providers can
seriously interfere with the qual-
ity of the patients’ remaining life.'?
Strategies for enhancing EOL care
discussions are most productively
linked to physicians’ interpersonal
communication skills, a patient-
centered model of care, a focus on
the quality of remaining life, and
innovative clinical models for im-
plementing these discussions ear-
lier in the care process."?

This study also documented bet-
ter use of opioids and laxatives in
the AICC-PC group. Pain assess-
ment and management was an inte-
gral part of the AICC-PC Program.
Education about pain management,
including dispelling myths, fears
of narcotic use, and understanding
how the narcotics work encour-
aged the veteran to medicate pain
to improve QOL. Narcotic-induced
constipation was also discussed,
and laxatives were routinely used
in conjunction with the narcotic.
The AICC-PC team discussed rec-
ommendations for pain control and
laxative use with patients’ oncolo-
gists and primary care providers,
which may have contributed to a
higher utilization rate of opioids
and laxatives in this group.

The authors found an increased
number of admissions to acute care
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within the last 6 months of life in
the AICC-PC group. We believe that
the regular follow-up provided by
the AICC-PC team may have con-
tributed to the hospitalization in-
crease in the AICC-PC group. The
AICC-PC team followed the vet-
erans closely and encouraged hos-
pitalization if the veteran needed
better pain control and symptom
management. Pain and symptom
crisis are common in patients with
advanced cancer and sometimes
will require an inpatient stay for
proper assessment and manage-
ment. Because veterans were also
followed by the oncology clinic, ad-
missions to acute care could have
been related to second- or third-line
chemotherapy or for the manage-
ment of acute medical problems
(eg, infection, dehydration, and
acute confusional state), which are
common in patients with advanced
cancer. Last, progressive frailty and
lack of caregiver support in the
home environment may also have
led to more frequent hospital admis-
sions to acute care.

These findings of an increased
number of admissions among AICC-
PC veterans differs from what Engel-
hardt and colleagues documented in
their 2009 study on the effects of the
AICCP Program on a managed care
population with advanced diseases.®
In their study, AICCP participants
had fewer inpatient admissions com-
pared with patients who received
UC. This contrast in study findings
can be explained by the differences
in study design and subject selection.
The authors analyzed retrospective
data on deceased cancer patients,
whereas Engelhardt and colleagues
prospectively enrolled patients with
solid-tumor cancers with metasta-
ses, congestive heart failure, and
end-stage pulmonary and renal dis-
ease.® Additionally in their study, the

PALLIATIVE CARE COORDINATION PROGRAM

1-year survival rate was almost 70%.
This study’s population was frailer
with greater needs for inpatient care
during their last months of life.

LIMITATIONS

Several limitations existed. First,
it was a retrospective chart review.
Second, the population included
white, older male veterans from a
single medical center in the Mid-
west, which limits the generaliz-
ability of the findings to other
settings. Last, because the study
was retrospective, the authors
could not assess veterans’ QOL,
satisfaction with care, or the care-
givers’ perspective. Despite these
limitations, the study was able to
demonstrate that the AICC-PC
Program improved the utiliza-
tion of several EOL interventions
among veterans with advanced
cancer at FVHCS.

Several programmatic improve-
ments resulted from this study. In
2007, the AICC-PC study outcome
data were presented to FVHCS lead-
ership and VISN 23 leadership at
a regional palliative care meeting.
As a result, the AICC-PC study data
were used to support a VISN-wide
business proposal for expanding
palliative care to the 8 VA facilities
in VISN 23. Funding for this ini-
tiative was sought through the VA
Strategic Initiative (SI) award. This
annual award supports efforts or
projects that promote the mission
and goals of the VA. VISN 23 was
awarded SI funds enabling support
for a multidisciplinary palliative
care team at each of the facilities
in VISN 23. This award changed
the authors’ practice from collat-
eral work, based on the goodwill of
the employee, to being able to hire
multidisciplinary staff positions in
palliative care. The expansion of
palliative care permeated various

venues of care, extending to outpa-
tient clinics, telemedicine, inpatient
consults, collaboration with home-
based primary care, coordinating
community hospice, and direct hos-
pice care in FVHCS-based Commu-
nity Living Centers.

CONCLUSION

As the Palliative Care Program ex-
panded at FVHCS, palliative care
has become “care without walls.”
The palliative care team has been
providing continuity of care from
time of initial consult to bereave-
ment care for 1 year beyond death.
Irrespective of location, the pal-
liative care team remains in con-
tact with the veteran and his or
her family. The average length of
stay from palliative care consult to
death is > 100 days. In addition,
the palliative care team has imple-
mented several initiatives to pro-
mote facility-wide staff education
in hospice and palliative care, such
as Grand Rounds, monthly pallia-
tive care educational offerings, and
monthlong rotations for internal
medicine residents from the Uni-
versity of North Dakota in Grand
Forks, North Dakota.

The palliative care services at
FVHCS and throughout its VISN
are now a fully-integrated mainstay
of care that all VA staff members
have come to depend on. The com-
prehensive approach to patient care
originally promoted by the AICC-
PC program continues to support
the mission of the VA and remains
the cornerstone of the care that is
provided to veteran patients and
their families facing advanced dis-
eases. [ ]
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