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THE PACE PROGRAM

AND END-OF-LIFE CARE

Providence ElderPlace in Portland, Ore., Develops

Unique Approach for Enrolled Participants

he Program of All-Inclusive Care for the
Elderly (PACE) is a unique model of care
delivery that provides excellent geriatric
and palliative care for our most vulnerable
older citizens."* The PACE model is one of the
options available to Catholic health systems seek-
ing to improve care for people in the final stages
of their lives. Providence ElderPlace is a PACE
organization in Portland, Ore., that has devel-
oped a unique approach to end-of-life care for
enrolled participants, called the Supportive Care
Program. By collaborating with caregivers in a
variety of long-term care settings, ElderPlace has
been able to provide palliative care for the majori-
ty of ElderPlace participants in their residences
until they die.

In 1997, a retrospective review of end-of-life
care in ElderPlace over a three-year period
revealed that interdisciplinary care teams recog-
nized that a participant was in a state of decline or
in the process of dying in more than 90 percent
of cases. Only 9 percent of deaths were unexpect-
ed. Based on these findings and a review of the
literature in 2002, ElderPlace implemented the
Supportive Care Program, a palliative care model
that recognizes distinct phases of decline and
emphasizes individualized end-of-life care plan-
ning.

THE SuPPORTIVE CARE PROGRAM

The Supportive Care Program recognizes three
phases of decline that precede death for most
older people. Phase I is characterized by func-
tional decline that persists despite careful evalua-
tion and interventions aimed at reversing it.
Phase II is defined as organ system failure,
dementia or failure to thrive according to hospice
guidelines for predicting the final six months of
life. Phase III is active dying. The goals of a sup-
portive care plan are to ease physical and emo-
tional symptoms, support function and autono-
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my, support spiritual needs, eliminate inappropri-
ate medical interventions and support family and
caregivers in caring and bereavement. Each sup-
portive care plan varies with the participant’s
preferences, cognition, function and underlying
conditions. The basis for the decision, the crite-
ria, and the care plan are all documented in the
electronic medical record and “Supportive Care
Phase I, II, or II1” is placed at the top of the
medical problem list.

The same care team, including primary care
provider (PCP), primary nurse, community care
nurse, social worker and chaplain continue to care
for the participant after the shift to supportive
care, and the participant continues to live in his
or her residential setting as long as needs can be
met there. ElderPlace staff have worked closely
with contracted residential care and assisted living
providers, as well as adult foster caregivers to
enhance their skill and comfort with continuing
to care for people through the dying process.
Training on end-of-life care for ElderPlace staff is
also ongoing. A Supportive Care Steering
Committee oversees the program and is charged
with initiating improvements when needed.

MoniTorING Success

ElderPlace has monitored several outcomes to
evaluate whether implementing the Supportive
Care Program has improved end-of-life care for
participants. For example, the percentage of partic-
ipants who have a supportive care plan in place at
the time of death has increased from 59 percent
prior to 2002 to 85 percent in 2007 (Figure 1).
During the same period, hospital and intensive
care unit admissions among participants in the last
year of life have also declined (Figure 2). The per-
centage of participants who have been able to die
in their place of residence has increased since the
Supportive Care Program was implemented, and
has remained above 70 percent for four years. In
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2007, 45 percent of ElderPlace participants died in
their adult foster homes, 22 percent died in their
residential care or assisted living facilities, and 4
percent died in their family homes, while 7 percent
died in the hospital and 22 percent died in nursing
facilities. A 2005 ElderPlace survey revealed a high
degree of satisfaction with end-of-life care for
loved ones among surviving family members.
Ninety-seven percent of respondents agreed that
the quality of care during the dying process was
very good, 96 percent agreed that ElderPlace staff
treated them with respect, and 93 percent agreed
that the participant’s goals and preferences were
supported (Figure 3).

CovLaBoRATION WITH LONG-TERM CARE PROVIDERS
Much of the success of the ElderPlace Supportive
Care Program is based on collaborative relation-
ships with community-based caregivers in
licensed residential settings. The federal govern-
ment has authorized payment for resident care to
several types of residential settings under the
Medicaid Home and Community Based Waiver
Program in Oregon. These housing options
include adult foster homes, relative foster homes,
residential care facilities, assisted living facilities
and assistance in a resident’s own home.

Adult foster homes are a unique alternative to
nursing facility care and are an important and val-
ued resource to Providence ElderPlace. There are
approximately 650 adult foster homes in
Multnomah County, the ElderPlace service area.
The adult foster home setting is licensed to care
for up to five residents in a private home-like resi-
dence. There is generally a live-in caregiver,/man-
ager. The advantages to the foster home setting
are the close bond that can develop between the
participant and caregiver and the individualized
care that can be provided by a consistent caregiv-
er. The small scale makes it possible to tailor the
day-to-day care experience to enhance the partici-
pant’s ability to make choices. Thirty percent of
caregivers in adult foster homes are racially or
ethnically diverse. ElderPlace is often able to facil-
itate placing a participant in a home with a
provider of the same ethnic group. This can
enhance the placement immeasurably by provid-
ing common language, food types and cultural
values in the foster home.

The ElderPlace participant’s family often devel-
ops a close and trusting relationship with the fos-
ter home provider. This may be especially true as
the participant approaches the end of life and the
family is looking to the caregiver for support and
assurance that its family member is receiving the
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Figure 1

Percentage of ElderPlace Participants Receiving
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Figure 2

2005

Percentage of ElderPlace Participants Who Had

Hospital, Intensive Care Unit and Emergency

Department Admissions in the Last Year of Life

2006 2007

1997 2002 2005 2006
Hospital Admittance 52% 45% 43% - 49%
ICU Admittance 15% 8% 6% 4%
Emergency Department Visit 48% 43% 50% 50%

Figure 3

Family Satisfaction with End-of-Life Care
in ElderPlace (Percent of Respondents
Who Agreed or Strongly Agreed with
Statement on a 5-Point Scale

Question Agree
Quality of care very good 97%
Treated us with respect 96%
Emotional needs addressed 96%
Pain well controlled 94%
Goals/preferences supported 93%
Kept us informed 92%
Other symptoms relieved 92%
Spiritual needs addressed 88%
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highest quality care.

In an attempt to encourage foster caregivers to
continue to care for ElderPlace participants
through the dying process and to support them
in their caregiving, ElderPlace began a series of
educational workshops. These training sessions
allow caregivers to examine their own attitudes
and beliefs about death and dying and to appreci-
ate how their own values about end-of-life prefer-
ences may differ from those of the participants
they are caring for. Some training sessions have
focused on recognizing issues around dignity for
the participant and how increased dependency
and loss of control may be affecting him or her.
Caregivers are encouraged to allow time and
space to listen and provide time for the partici-
pant to reflect on the experiences of each day.

Members of the ElderPlace interdisciplinary
team remain actively involved with the participant,
family and caregiver through the end of the partic-
ipant’s life. The community care nurse has a par-
ticularly critical partnership with the adult foster
caregiver. The nurse meets with the caregiver ini-
tially when a participant is placed in a home and
when there are significant changes to the care
plan. When a participant chooses to shift his or
her care goals to supportive care, the community
care nurse makes a visit to review the Physician
Orders for Life-Sustaining Treatment and changes

to the care plan with the caregiver. The nurse
makes regular visits to assess any symptoms of dis-
tress or pain and to teach the caregivers how to
monitor symptoms and when it’s appropriate to
call ElderPlace with questions or concerns. The
community care nurses get to know caregivers and
recognize their strengths or areas where they may
need more preparation or education.

The primary care team members serve as
guides to the participant and family through
this last stage of the participant’s life. The PCP,
chaplain and social worker are in daily commu-
nication with the community care nurse regard-
ing the participant’s condition and how the par-
ticipant, family and caregiver are coping. Both
the chaplain and the social worker are available
to the participant and family for emotional and
spiritual needs. They suggest things that family
members and caregivers can do to help the par-
ticipant feel calm and peaceful. The chaplain
and PCP make bedside visits. After the partici-
pant’s death, the PCP, nurse, social worker and
chaplain each contact the family to offer condo-
lences and bereavement support.

Care ExTENDs BEYOND DEATH

The community care nurse makes a home visit
after the participant’s death to allow the caregivers
the opportunity to talk and process through the

PACE AT PROVIDENCE ELDERPLACE

PACE grew out of a visionary experiment
in care delivery for frail elders at On Lok
in San Francisco in 1971. Along with
Providence ElderPlace, there are 41
PACE organizations across the United
States exist. PACE integrates care deliv-
ery and financing to enhance quality of
life, autonomy and dignity for frail elders
and to enable them to live in the com-
munity as long as medically and socially
feasible. PACE serves individuals age
55 and older, certified by their state to
need nursing home care, able to live
safely in the community at the time of
enrollment, and living in a PACE service
area. The PACE program receives month-
ly capitated payments from Medicare
and Medicaid to provide comprehen-
sive, interdisciplinary care. This includes
medical, nursing, rehabilitation, nutrition
services, medications, medical equip-
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ment, transportation, day center visits,
activities and personal care. The same
PACE care team provides care in all set-
tings across the continuum of care,
which includes PACE centers (combined
adult day centers and clinics), the partic-
ipant’s residence, the hospital and nurs-
ing home.

Providence Health System founded
ElderPlace in 1991 with support from
the Robert Wood Johnson Foundation.
Providence ElderPlace currently serves
720 participants and operates five
health and social service centers in
Portland. Interdisciplinary teams include
physicians, nurse practitioners, clinic
and home care nurses, social workers,
physical, occupational and speech ther-
apists, life enrichment coordinators,
chaplains, clinical pharmacists, drivers,
certified nursing assistants and home-

care aides.

ElderPlace participants range in age
from 55 to 100, with a mean age of 80
years. Seventy-five percent are women,
16 percent are married and 89 percent
are white. African-Americans comprise 8
percent of the participants, reflecting
Portland demographics. The average
ElderPlace participant has 14 diagnoses
(including geriatric syndromes like falls
and incontinence) and takes 13 medica-
tions, including over-the-counter prod-
ucts. Most participants need assistance
with one or more activities of daily living
(ADLs), such as bathing (85 percent),
dressing (67 percent), and feeding (39
percent). More than half of enrolled par-
ticipants (52 percent) live in residential
care or assisted living facilities. Another
43 percent live in adult foster homes,
and 4 percent live in their homes alone
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death. The caregiver, the participant’s family, other
ElderPlace participants and staff are invited to
attend a memorial service that is coordinated by
the chaplain and held at the ElderPlace center that

Figure 4: 2006 Caregiver Satisfaction Survey

Foster Caregiver Satisfaction with End-of-Life
Care in ElderPlace (Percent of Respondents
Who Agreed or Strongly Agreed with Statement

the participant had attended.

on a 5-Point Scale.

In 2006, ElderPlace completed an adult foster

caregiver satisfaction survey in order to learn how
caregivers felt about their experiences caring for
participants who died in their homes. Survey
results indicate that caregivers feel they are able to
do their best caring for participants through the
dying process, are able to reach ElderPlace staff
when they need support, and that ElderPlace staff
explain treatments and respond to their questions

about the dying process (Figure 4).

ElderPlace also has partnerships with many res-
~idential care and assisted living facilities. These

\

Question

Agree

Able to reach ElderPlace staff

100%

Able to do my best caring for resident

98%

Explained meds and treatments

96%

Gave guidance for managing symptoms

96%

Support through dying process

95%

Informed about condition

95%

Responded to questions about dying

95%

established professional relationships with staff at

these facilities have made it possible for many par-
ticipants to remain in their residential settings
through the dying process. Similar to their roles
providing palliative care in adult foster homes,
ElderPlace team members provide guidance,
mentoring and preparation for what to expect
through the participant’s end of life process. In
these settings, family members often find that
they are able to provide a reassuring presence to
their loved one while having the comfort and
knowledge that the participant is receiving the
best care in the setting of his or her choice.

CONCLUSIONS

PACE provides comprehensive, coordinated care
by the same primary care team in all settings.
Integration of financing and care delivery allows
flexibility in care planning and removes obstacles
to assembling needed services. The PACE model,
as exemplified by Providence ElderPlace’s
Supportive Care Program, can facilitate desirable
outcomes for participants in the final stages of
life. There is a strong emphasis on advance care

planning and use of the POLST to implement

or with others. Nursing home stays are
usually short for PACE participants.
Currently, 1 percent of ElderPlace partici-
pants reside in nursing homes long
term.

ElderPlace provides comprehensive
health services and personal care for
most participants until they die, provid-
ing a seamless transition to end-of-life
care for about 125 participants per year.
The disenrollment rate for reasons other
than death is less than 1 percent. In
1997, ElderPlace began to monitor
advance care planning as a quality indi-
cator and made it a priority to facilitate
completion of durable power of attorney
for health care by participants who are
capable of appointing a proxy. Currently,

80 percent of ElderPlace participants
with this capacity have appointed a
health care proxy.

In 1995, Oregon developed the
Physician Orders for Life-Sustaining
Treatment (POLST), a portable doctor’'s
order sheet on bright pink card stock
that specifies whether CPR, endotra-
cheal intubation, hospital transport,

IV fluid, feeding tube or antibiotics are
indicated in an emergency.* A valid
POLST form signed by a doctor is hon-
ored by Oregon emergency medical per-
sonnel, ensuring that a person’s treat-
ment preferences will be carried out in
an emergency. Since 1997, ElderPlace
has made it a priority to discuss prefer-
ences and complete a POLST for willing

participants within months of enroll-
ment. Since then, the rate of completed
POLST forms in ElderPlace has re-
mained at 98 percent. A large majority
of ElderPlace participants (85 percent)
prefer not to have CPR. While 15 per-
cent want a comfort care approach and
no hospitalization, 17 percent would
want full hospital interventions, includ-
ing ICU, if appropriate. Fifty-five percent
of participants indicate they would want
a trial period of tube feeding if indicat-
ed. The original POLST form is kept with
the participant at all times, and a copy
is kept in the electronic medical record,
making it accessible to the participant’s
physician or the physician on call to
guide decisions.

* M.A. Lee et al., “Physician Orders for Life-Sustaining Treatment (POLST): Outcomes in a PACE Program,” Journal of the American Geriatric

Society 48 (2000): 1-6.
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For more information,
contact Providence
ElderPlace at
503-215-6556 or visit
www.providence.org/
elderplace. For more
information about
PACE, visit the
National PACE
Association

website at
www.npaonline.org.

participants’ preferences. By defining criteria for
Supportive Care Phase I, as mentioned above,
ElderPlace teams have been able to identify irre-
versible decline early and develop person-cen-
tered supportive care plans. More than 85 per-
cent of participants who die in ElderPlace are
receiving supportive care at the time of death.
Families and caregivers are involved in the sup-
portive care process and are highly satisfied with
the quality of care. ICU utilization in the final
year of life has decreased and home deaths have
increased since the Supportive Care Program was
implemented.

Most importantly, over 70 percent of
ElderPlace participants are able to remain in their
residences until they die. Strong partnerships
with caregivers in adult foster homes, residential
care facilities and assisted living facilities are
instrumental in providing high quality palliative
care in this model. =

Comment on this article
at www.chausa.org/hp.
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