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Palliative care for chronic illness: driving change

Graeme Rocker MHSc DM, James Downar MDCM MHSc, R. Sean Morrison MD

n its 2015 Quality of Death Index report,

the Economist Intelligence Unit ranked

Canada 11th in overall quality of death and
18th in availability of palliative care services.!
For efforts to develop and promote palliative
care, Canada scored 3 out of 5, putting us
behind Mongolia and Panama. Recent interna-
tional publications®* and reports from Canada’
attest to the need to enhance care for people liv-
ing with late-stage serious illness. In Canada,
some 250 000 people die each year, mostly
from causes unrelated to cancer. As modern
medicine has turned previously rapidly fatal ill-
nesses into chronic diseases, most Canadians
will live for many years with the symptom bur-
den of one or more serious illnesses, functional
or cognitive impairment, and dependence on
care from family or society. The earlier model
of palliative care that focused on specialists
delivering services in the last three to six
months of life is inadequate and must adapt. As
of 2015, the Canadian Society of Palliative
Care Physicians had fewer than 500 members.5
Palliative care in Canada is currently wrestling
with workforce shortages and a need to redefine
its role in the face of changing demographics
and new challenges presented by legislation for
assisted dying.

In this article, we focus on potential improve-
ments to palliative care outside of cancer. We
analyze evidence from both clinical initiatives
and promising educational approaches that could
help the development of more effective and ac-
cessible palliative care for Canadians living with
chronic illness. We draw on examples both from
Canada and abroad.

How do Canadian palliative care
services currently perform?

Canadian palliative care in the setting of
chronic illness remains relatively underdevel-
oped. According to two reports from the Cana-
dian Institute for Health Information from 2007
and 2011, noncancer illnesses accounted for
more than two-thirds of all deaths in Canadian
provinces.”® Other studies have noted that only
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20%-30% of patients referred for consultation
and admission to a palliative care unit had non-
cancer illness.”!® When patients without cancer
are admitted to a palliative care unit, they are
typically closer to death and have a lower func-
tional status than those with cancer.” Popula-
tion-based data suggest that Canadians dying of
cancer are 5 times more likely to receive pallia-
tive care in hospital than patients dying of or-
gan failure, and 10 times more likely than pa-
tients dying with a frailty trajectory.” Patients
dying with a frailty trajectory are almost as
likely to receive inpatient palliative care as
those who experience “sudden death.”®

Although hospice programs and palliative
care units aim to provide comprehensive sup-
port for all needs that arise in late stages of ill-
ness, technological expertise may be limited to
pain control. Palliative care units rarely offer
important symptomatic therapies for noncancer
illness, such as noninvasive ventilation to palli-
ate dyspnea in advanced lung disease,!' paren-
teral diuretics or inotrope therapy for end-stage
congestive heart failure or peritoneal dialysis for
symptom relief in patients dying with end-stage
renal disease.

A recent international retrospective study found
that Canada relies on acute hospital settings for
end-of-life care more than any of the seven West-
ern countries studied.'? Although the study was
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— KEY POINTS

e Most Canadians will live for years at the end of life with the symptom
burdens and care requirements of one or more serious illnesses.

e Universal access to high-quality palliative care in Canada cannot be

supportive care provided only in the last three to six months of life.

e Effective new models of palliative care — particularly those that focus
on delivery of care in community settings, are team-based and are
geared toward symptom management rather than requiring a

Canada.

¢ New initiatives in residency and continuing medical education are
needed to enhance the skills of the existing workforce (within primary
care, internal medicine, subspecialities and paramedical professions).

e Campaigns to increase public and professional awareness are needed
both to drive essential research and policy-making and to address
misperceptions that equate palliative care with “end-of-life” care.

achieved if we follow the current model that equates palliative care with

particular diagnosis — should be adapted and extended more widely in
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limited to patients older than 65 years who died of
cancer, it is still noteworthy that 52% of 20 818
Canadian decedents died in hospital, at a mean per
capita cost in the last 180 days of life of
US$21 840. Comparative figures for England were
42% of decedents and US$9342, respectively.

Why doesn’t the cancer-derived
model of palliative care work well
for patients with other illnesses?

A 2014 report from the Ontario Ministry of
Health and Long-Term Care confirmed that most
palliative care units and many palliative care ser-
vices in Canada require an estimated time to
death of less than three months for patients to
qualify for enrolment or admission.> However, as
noted in a carefully conducted representative
mortality followback survey of next of kin in the
United States, patients with serious noncancer ill-
ness were more likely than those with cancer to
experience substantial functional impairment
more than a year before death.'

In Table 1, we build on a clinical review from
2005 that highlighted the differing disease trajec-
tories and implications for care'* and outline the
differences between patients with cancer, organ
failure and frailty in terms of prognostication and
perceptions of need for palliative care.

What initiatives have been
effective in improving palliative
care services?

Anticipating end-of-life needs
in primary care
In 2012, Scotland funded two initiatives to bol-
ster palliative care by helping primary care phys-
icians to better anticipate patients’ needs for end-
of-life care. The Palliative Care Directed
Enhanced Services and the Key Information
Summary have formed part of a plan to extend
generalist palliative care to all Scottish residents
who might benefit and, for those with advanced
illness, to provide care earlier rather than later.

The Key Information Summary was intro-
duced to all general practices in 2013; it is a
shareable electronic record of the most impor-
tant components of a patient’s care (including
diagnosis, medications, carers and next of kin,
understanding, function and cognition, and
preferences regarding resuscitation and place of
care). The summary is available to community
teams, secondary care, the general practice’s
out-of-hours service, the ambulance service,
hospital pharmacies and some hospices.

In a recent evaluation of 605 patients who died
in 2014 in nine diverse practices,' the proportion
of patients identified for a Key Information Sum-

Table 1: Differences between end-of-life care for cancer, organ failure and frailty'

Characteristic

Cancer

Organ failure

Frailty

Trajectory

Treatment

Prognostication

Needs/concerns

Typical patient
demographics

Typical patient
location; composition
of medical team

Professional/societal
view of illness

Progressive, accelerating deterioration

recoveries

Unpredictable, with exacerbations and

Slow, progressive deterioration;
sudden changes rare

Curative/life-prolonging therapy often
stopped at the time of transition to
palliative care

Well-recognized syndromes or
functional decline associated with
prognosis < 6 mo

Pain/symptom control; fear of death;
social and physical supports typically
needed only in final weeks or months

Age 45-75 yr; often family caregiver

Community dwelling, with increasing
visits to acute medical facility; care
provided by single or multiple
specialists (e.g., oncologist, with
transition to palliative care specialist)
associated with tertiary care facility

Clearly viewed as life-limiting

Disease-modifying therapies provide
symptom control; usually continued
even for palliation

Prognostication challenging, especially
beyond 3 mo; patients with “end-
stage” disease can survive for years on
life-sustaining therapies (e.g., dialysis)

Symptom control; decisions about
life-sustaining therapies for organ
failure (e.g., ventilation, dialysis, organ
transplant); needs for social and
physical supports often long standing
and may exceed symptom burden

Age 70-85 yr; partner more likely to
be deceased, or elderly and unable to
provide support

Community dwelling, with frequent
visits to acute medical facility; care
provided by multiple specialists or
coordinated by general practitioner
and a specialist; focus of care may be
in tertiary care centre or primary care
setting

Often viewed as chronic illness rather
than life-limiting

No effective disease-modifying
therapies; treatment primarily
supportive

Prognostication challenging; no
reliable models for identifying final
months

Functional decline, cognitive
impairment greater concerns than fear
of dying; symptoms variable

Age > 75 yr; partner more likely to be
deceased, or elderly and unable to
provide support

Often residents of assisted-living or
long-term care facilities; less frequent
visits to acute medical facility; care
generally provided by general
practitioner based at assisted-living or
long-term care facility; less affiliation
with tertiary care centre

Often not viewed as an illness
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mary was lower among patients dying with demen-
tia or frailty (66% [125/189]) and those dying from
organ failure (41% [83/204]) than among patients
with cancer (74% [158/212]). Although these are
areas for improvement, in a comparison of 2014
and 2011 data, patients with dementia and frailty
were more likely to be identified for palliative care
in 2014 (35% v. 20%) and were identified earlier
(10 wk v. 2 wk before death).'?

General practitioners interviewed as part of
the evaluation felt that the Key Information Sum-
mary was valuable not simply for identifying pa-
tients suitable for palliative care, but for advance
care planning as part of a more generic goals-of-
care rather than diagnosis-driven approach.'

To identify patients for a Key Information
Summary, general practitioners use the validated
Supportive and Palliative Care Indicators Tool
(SPICT, www.spict.org.uk). The tool is used
broadly now within the United Kingdom. Recently
it was refined and evaluated in a study of 130 un-
planned hospital admissions for chronic illness in
Scotland,'® where the tool “helped identify patients
with multiple unmet needs who would benefit
from earlier, holistic needs assessment, a review of
care goals, and anticipatory care planning.”'

A funded, sharable electronic record of key
information for all general practices, supported
by a validated tool to identify patients who would
benefit from early palliative care, would go a
long way to transforming both anticipation of
needs for end-of-life care and continuity of care
in the Canadian context.

Managing symptoms in the community
In Cambridge, UK, the Breathlessness Interven-
tion Service takes a symptom-based approach to
home-based care of dyspnea as a manifestation of
any diagnosis, whether cancer, cardiopulmonary
or neurologic disease. The initiative stands apart
as a multidisciplinary complex intervention that
follows a palliative care approach. It uses evi-
dence-based nonpharmacologic and pharmaco-
logic interventions to support patients with
advanced disease in managing their breathless-
ness. In the most recent evaluation of the service
(a mixed-methods randomized controlled trial
involving 87 patients), patients with noncancer
conditions and their carers described a range of
positive impacts, including reduced fear, anxiety,
worry and feelings of panic.!” The Breathlessness
Intervention Service was shown to be effective
and cost-effective for patients with advanced can-
cer and their carers, and to hold promise for those
with advanced nonmalignant conditions.!”

A recent large retrospective study of the impact
of specialist palliative care teams providing ser-
vices in patients’ homes in Ontario reported a

reduction of about 50% in hospital deaths at the
end of life compared with non—team-based usual
care.'® The community-based palliative care teams
managed patients’ symptoms, provided education
and care, coordinated services and were available
24 hours a day. Although many patients in the
study had cancer, the intervention could be general-
ized to home-based care of patients without cancer.

The INSPIRED COPD Outreach Program is an
evidence-based facility-to-community clinical ini-
tiative started in Halifax in 2010 that is designed to
improve the care of patients with moderate to se-
vere chronic obstructive pulmonary disease. About
500 patients with advanced COPD have been en-
rolled to date. Using a multicomponent interven-
tion during four home visits, the program focuses
on improving care transitions, enabling effective
self-management and discussing advance care
planning. Similar to the Key Information Sum-
mary initiative in Scotland," summarized docu-
mentation (concerning the patient’s choices for
cardiopulmonary resuscitation, bilevel positive air-
way pressure and intubation) are uploaded to the
database of the local emergency health services.

A recent economic analysis of the costs and
outcomes of the INSPIRED program estimated
that only 26 patients need to complete the program
to avert an estimated $100 000 in hospital-based
costs.!” Of 84 patients enrolled in the program who
died from 2011 to 2015, 32 (38%) were supported
in dying at home through effective advance care
planning (current completion rate of written per-
sonal directives is > 80%).*° A mixed-method
evaluation of the INSPIRED program confirmed
high patient satisfaction and the program’s contin-
ued impact in reducing emergency department vis-
its, hospital admissions and days in hospital by
more than 60% among participants.*!

The Canadian Foundation for Healthcare
Improvement has supported the spread of the
INSPIRED program to 19 teams representing 78
health care sites (academic, regional and commu-
nity based) across all 10 provinces.?! Results to
date within this national collaborative (about 1000
additional patients enrolled) are similarly promis-
ing. For estimated cost savings if the program
were to be scaled up and spread across Nova Sco-
tia, see Box 1.

Box 1: Potential cost savings of the INSPIRED COPD Outreach Program

A RiskAnalytica report?? estimated that, were the INSPIRED COPD Outreach
Program to be scaled up and spread across Nova Scotia for appropriate patients,
the net cost aversion over the next five years would be about $20 million, and
$688 million nationally. The latter would offset much of the annual cost of
hospital admissions due to COPD across Canada ($750 million in 2008%).

For further information about the Canadian Foundation for Healthcare
Improvement'’s approach to potential scale up and spread of new initiatives
go to www.cfhi-fcass.ca/WhatWeDo/inspired-approaches-to-copd
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Through the Canadian Partnership Against Can-
cer’s Paramedics Providing Palliative Care at
Home Program, all 1100 paramedics across the
provinces of Nova Scotia and Prince Edward Island
received a clinical practice guideline by the end of
June 2015 on providing care in line with palliative
goals for eligible patients, including remaining at
home, plus additional training through Learning
Essential Approaches to Palliative and End-of-Life
Care (LEAP Paramedic) courses. In the first year of
operation in Nova Scotia, paramedics answered
more than 300 requests for palliative support, keep-
ing 55% of the patients at home. On Prince Edward
Island, 59 calls for palliative support were received
in the first 170 days, and 43% of the patients were
able to remain at home. About 25% of the patients
had chronic illness. Future evaluation of the pro-
gram will include the impact on paramedics, pa-
tients and family members, and the health care sys-
tem and should be complete by January 2017 (Dr.
Alix Carter, Dalhousie University, Halifax: per-
sonal communication, 2016).

Considering frailty first

The Palliative and Therapeutic Harmonization
(PATH) model in Halifax places frailty at the fore-
front of medical and surgical decision-making,
helping older people and their families understand
their health status and guiding them through the
process of making health care decisions that protect
their best interests and quality of life. In an early
analysis of decisions for the first 150 patients who
completed the PATH program, those with a greater
degree of frailty (odds ratio [OR] 3.41) or more ad-
vanced dementia (OR 1.66) were more likely than
patients at less severe stages of illness to choose
less aggressive treatment options than scheduled
medical or surgical interventions.* The program
currently has 635 patients enrolled and continues to
have rates of avoiding major interventions of 33%—
54% depending on level of frailty, with cost sav-
ings for the full cohort of about $4.5 million (Dr.
Paige Moorhouse, Dalhousie University, Halifax:
personal communication, 2016).

Decoupling palliative care

from end-of-life care

Not all people who need palliative care are facing
imminent death. Many patients with end-stage
organ failure are justified in thinking that “life-sus-
taining therapy” could help them during an exacer-
bation of their illness (e.g., noninvasive ventilation
for COPD, or use of inotropes for heart failure).
Recent qualitative research suggests some ambiva-
lence by patients and caregivers about the term
“palliative care.”” The success of promoting a
more positive concept is perhaps best evidenced
by efforts based on public opinion research of the

US Center to Advance Palliative Care to redefine
palliative care as an added layer of support during
care of any serious illness.”® This public opinion
research has been one of the key drivers of
enhanced access (often concurrently with active
treatment) and acceptance of palliative care. For
example, in the decade before 2014, 1000 new
hospital-based palliative care teams were created.
As of 2014, palliative care was the fastest growing
specialty in the US,* and according to a 2015
report, more than 70% of hospitals with at least 50
beds had palliative care teams.”

Given the changing demographics of our
population, Canada should be heading in the
same direction, with backing from innovative
public awareness campaigns and similarly
accessible resources as those outlined in
Appendix 1 (available at www.cmaj.ca/lookup/
suppl/doi:10.1503/cmaj.151454/-/DC1).

How should we educate providers
of palliative care in Canada?

The new models we have described expand the
traditional remit of palliative care and show the
benefit of team-based care in the management of
chronic illness. These programs retrain existing
providers and thus reduce reliance on the limited
workforce of palliative care specialists. The core
components include training of existing providers
in core palliative care knowledge and skills, sys-
tematic and routinized symptom assessment and
advance care planning, care coordination, and
support from palliative care specialists when ap-
propriate. In Canada, earlier provision of quality
palliative care could be achieved by extending
less costly community-based approaches, com-
bining the skills of primary and specialist care to
provide coordinated care that is aligned with the
preferences of patients and their families.

The Royal College of Physicians and Surgeons
of Canada recently approved a two-year subspe-
cialty training program in palliative medicine to re-
place the 12-month residency program that was
conjointly accredited by the College of Family
Physicians of Canada. This program will go some
way to addressing gaps in palliative care for non-
cancer illness, which will be the main focus of the
additional year. The cold reality of insufficient
numbers of palliative medicine specialists in Can-
ada® and of education gaps reported by internal
medicine residents in a national survey® supports
the proposal from the Center to Advance Palliative
Care that all clinicians who care for people with
serious illnesses have training in the core knowl-
edge and skills of palliative care.* The completion
of the centre’s curriculum by more than 8500 clini-
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cians (75% of whom were from specialties outside
of palliative care) suggests widespread profes-
sional support.*® The Royal College of Physicians
and Surgeons of Canada and the College of Fam-
ily Physicians of Canada should add mandatory
palliative medicine rotations to the specific train-
ing requirements for residency programs in family
medicine, emergency medicine and internal medi-
cine, and in all of the subspecialty programs. This
training should encompass the core triad of pallia-
tive care — pain and symptom management (in-
cluding psychological and spiritual distress), com-
munication skills, and care coordination for
patients with complex illnesses and their families.
Other health professionals (e.g., nurses, social
workers and home health workers) will need addi-
tional training to improve palliative care skills in,
for example, long-term care settings where much
palliative care is provided.’!

Several resources exist to increase core knowl-
edge of palliative medicine for physicians in train-
ing in Canada (e.g., for family medicine trainees,
a year of added competence in Palliative Care).
Other examples, for clinicians in practice, include
the Learning Essential Approaches to Palliative
and End-of-Life Care courses offered by Pallium
Canada (www.pallium.ca) and Web-based
resources offered through the Canadian Virtual
Hospice (www.virtualhospice.ca). In the US,
resources such as the Center to Advance Palliative
Care’s Web-based training modules in the core
principles of palliative care (www.capc.org), Vital
Talk’s curriculum on communication training
(www.vitaltalk.org) and the End-of-Life Nursing
Education Consortium (www.aacn.nche.edu/
elnec) are available to Canadian physicians and
nurses.

What research is needed?

In Appendix 2 (available at www.cmaj.ca/lookup/
suppl/doi:10.1503/cmaj.151454/-/DC1), we sum-
marize some recent research and related initiatives
that extend our discussion.’*>7 Palliative care re-
searchers face unique challenges in study design
and analysis that require complex solutions
(Box 2). In 2011, the Parliamentary Committee
on Palliative and Compassionate Care recom-
mended the re-establishment of a national Pallia-
tive Care Secretariat, with “adequate funding to
conduct and support research.”*® Coordinating ef-
forts nationwide through a trials group that could
conduct large-scale and timely studies as well as
expanding our understanding of patient and care-
giver experience through qualitative methodology
would increase both the quality and the impact of
Canadian research in palliative care. In addition,
new paradigms and related innovation will require

increasing familiarity with alternatives to conven-
tional randomized controlled trials,* as well as
quality improvement strategies and methodolo-
gies that might be more appropriate for the evalu-
ation and for the scale up and spread of successful
models. Expertise in scale up and spread is the re-
mit of organizations such as the Canadian Foun-
dation for Healthcare Improvement (www.cfhi-
fcass.ca), which promotes the Triple Aim concept
of “better care, better health, better value.”

Driving change in Canada

There is much to do to improve on Canada’s in-
ternational standing in palliative care. Overcom-
ing traditional barriers will not be easy. We will
need to move away from the paradigm that limits
palliative care to the end of life and excludes pa-
tients who are receiving ongoing medical ther-
apy. We will need fundamental innovative
change to high-level policies and funding models.

Nevertheless, our goals should not be to impress
expert panels or the Economist Intelligence Unit,
but rather to meet the needs of the 250 000 Canadi-
ans who will die this year and the tens of thousands
more who are living with serious illness and de-
serve high-quality, accessible palliative care.

research

Design issues

Box 2: Study design and analysis issues relevant to palliative care

e Traditionally, research in pain and other symptoms has relied upon
patient self-report as the gold standard for assessment. For patients with
cognitive impairment, such assessment may be impractical or impossible
and require reliable means of assessment through behavioural
observation or the use of proxies.

e Patients may have multiple symptoms that interact, and it can be difficult
to distinguish between symptoms caused by illness and those due to
treatments. Instruments are required to assess a wide constellation of
symptoms and multiple dimensions within each symptom.

e Although some research questions in palliative care may be addressed using
the gold standard of clinical research — randomized controlled trials (RCTs)
— many others may be feasibly or more appropriately addressed in studies
using observational or quasi-experimental designs.? Thus, improvements in
care may require careful and innovative use of nonrandomized and
sometimes uncontrolled settings (Appendix 1, available at www.cmaj.ca/
lookup/suppl/doi:10.1503/cmaj.151454/-/DC1), which may have greater
external validity (albeit lesser internal validity) than traditional RCTs.?

Analytic issues

e Dealing with missing data (e.g., death or inability to report symptoms,
concerns or attitudes because illness, confusion, weakness or loss of
consciousness) is challenging. Sophisticated research methods to deal with
nonrandom missing data have been developed but are not widely used yet.

e Observational and quasi-experimental designs require sophisticated and
sometimes troublesome analytical techniques to strengthen any
inferences that can be made (e.g., propensity score method'® to reduce
selection bias, instrumental variable techniques).

More information is available from the US National Palliative Care Research
Center (http://npcrc.org/content/45/Research-Priorities-in-Geriatric-Palliative-
Care.aspx).
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