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Preface

This report is intended as a call to action for Canadian

thSiCianS I egar dlng palliative Care. It had its genesis during a series of
Canadian Medical Association (CMA) town hall

meetings on end-of-life issues held across the
country in 2014. What became readily apparent in
listening to both the public and to physicians was
that Canadian physicians need to become more
actively engaged in ensuring that their patients have
access to palliative care services.

I have personal experience with this issue. Just
before the town hall meetings started, my mother
passed away at the West Island Palliative Care
Residence in Kirkland, Que. It was such a powerful
experience — I learned more about death during
her stay there than in my 20-plus years of practice
as an emergency medicine physician. Like so many
Canadian physicians, I had rarely thought of
palliative care.

As a result, I devoted a sabbatical year to finding

out what made the West Island Palliative Care

Residence so special and to see if this model could

be replicated across Canada. It became apparent to
me that we needed a way to spread that story, and the stories of others in the palliative care
community, across the country. In this case, the CMA is serving as the amplifier. With the
support of the CMA, my focus on one facility has evolved into a cross-Canada review of various
palliative care models while at the same time shining a light on Canadian physicians who are
directly involved in delivering palliative care in a variety of settings. Thanks to the
encouragement of our various partners, we hope that we have provided not only a snapshot of
where we are now but also a look at the road we must travel in order to meet Canadians’
palliative care needs.

If you are a physician with an interest in palliative care, I hope this report will inspire you. It
might encourage you to refer your patients for earlier assessment for palliative care or to obtain
more training in the field. It may even challenge you to better serve your own patients” palliative
care needs.

Although we could not possibly visit all of the excellent centres delivering palliative care in
Canada, just as we could not profile every physician providing palliative care services, we hope
the examples we chose will inspire you, not only to deliver exceptional palliative care services but
also to ask yourself if your community’s palliative care needs are being met.




I welcome you to explore the rich sampling of diversity shown by the practising palliative care
physicians we have profiled, and consider how they can serve as role models. There is so much
more that remains to be done.

Professor Louis Hugo Francescutti

MD, PhD, FRCPC, FACPM, CCFP, FRCP(Ire), FRCP(Edin), FRCP(Lon), FRCP(Glasg)
University of Alberta

President of the CMA, 2013-2014

Before embarking on this
pr Oj €CL, I had limited understanding of palliative

care, and the significant benefits it has for people
with life-limiting illnesses and not only during the
last stages of their lives. I also had no idea what it
actually means to practise in palliative medicine. I
deferred my admission to the University of Calgary
medical school for one-year in order to discover the
answers to some of these questions. I wanted to
know what it takes to be a palliative care physician
and whether this is a field that I would like to
specialize in. Through my interactions with various
health care leaders while developing this report, I was
struck by their commitment and dedication —
dedication not only to their current patients, but also
to their future patients by engaging in quality
improvement initiatives so that more Canadians can
access the physical, psychosocial, existential and spiritual support offered through palliative care.
I learned that palliative care is not limited to the end of life; rather, this approach to whole-
person care may be integrated into all medical specialties. In my conversation with Dr. Balfour
Mount, the father of palliative care in North America, [ was surprised to learn that a
comprehensive, cost-effective, and high-quality palliative care program is relatively simple in
design and needs only the following six components:

1. community consult teams composed of palliative care specialists to support patients in a
variety of care settings, including the home, acute care, long-term care and hospices;

an inpatient palliative care unit for patients with complex medical needs;

a home care program to support patients in the community;

a bereavement follow-up program for families and friends;

training and education programs; and

active palliative care research.

SATNAIE I



However, despite the vast amount of research and data supporting an integrated palliative care
approach, only a few regions in Canada have implemented this concept. The mismatch between
theory and application is frustrating, to say the least. Dr. Mount put it this way in 1975: “When
we didn’t know the problem was there, we can make an argument for ignoring it. Now that we
know the problem is there, there are no moral or ethical legs to stand on to not embrace and
support palliative care.”

Excellence in palliative care is not an add-on to the health system. Rather it is central to achieving
a balance between the science and art of medicine, as recognized by Sir William Osler well over a
century ago. As demonstrated in this report, there are pockets of palliative care innovation
around the country, and together they are pushing the boundaries of high quality care and timely
access to care. This is an exciting time to be working in this field. I, for one, am enthusiastic
about what the future may hold.

Jennie Ding
MHA, BSc.
Medical Professionalism, CMA
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Executive Summary

The CMA has already examined the issue of palliative care, and in 2013 General Council
adopted resolutions that are now policy. Following the series of CMA town hall meetings on end
of life in 2014 that provided a chance to listen to both the public and health care providers, it
became apparent that Canadian physicians need to become more actively engaged in palliative
care. This report challenges physicians, other health care providers, policy-makers, health care
administrators and community leaders to take a more active approach to palliative care, whether
via working in this area or advocating for improved access and quality. This report is based on
site visits to various palliative care organizations across the country and interviews with physician
leaders in this field. The series of 10 recommendations that follows was developed based on the
information collected that address physician engagement in palliative care.

In order to overcome the current challenges in palliative care and improve both the quality of
care and access to care, the Canadian Medical Association recommends that:

1. All patients should have a primary care provider that can support them with their
palliative care needs or else refer these patients earlier to a palliative care team to establish
goals of care.

2. Physicians should provide leadership at local, regional, provincial/territorial and federal
levels to promote the establishment of integrated models of palliative care.

3. All physicians should obtain essential palliative care skills and knowledge to provide
basic palliative care services to their patients.

4. Physicians should advocate for adequate and appropriate home palliative care resources
so their patients can stay in their homes as long as possible.

5. Physicians should advocate for an adequate number of palliative and/or hospice care
beds to meet their communities’ needs.

6. Continuing care facilities and long-term care homes should have in-house palliative care
physician support on their palliative care teams.

7. Physicians support the valuable work of hospice volunteers.
8. Medical students are encouraged to look at palliative care as a rewarding career.

9. Practising palliative care physicians are encouraged, if needed, to obtain additional
certified training in palliative care from either the Royal College of Physicians and
Surgeons of Canada or the College of Family Physicians of Canada.

10. Physicians acknowledge the value of and support the participation of family and friends
in caring for their loved ones at the end of life.




Introduction

Eric Wasylenko
MD, BSc, MHSc
Palliative Care Physician and Clinical Ethicist, Okotoks, Alberta

Palliative and end-of-life care clinicians have long
worked for the day that no person will hear these words
from a physician “There is nothing more I can do for
you.”

We can always care, beyond the potential for cure. We
can provide expert and attentive service that addresses
pain or physical discomfort arising from serious
pathology and declining organ function. Working with
colleagues from other disciplines, we can provide relief
from emotional and spiritual suffering, from fear and
uncertainty, and can help people address important
legacy and relationship issues as they approach death.
Palliative and end-of-life care works to relieve suffering
and to support optimal function so that people are freer
to live as well as they can during this challenging time
in their lives.

There are currently many thousands of clinicians and

volunteers across the country proving their
commitment to these fully alive but uniquely vulnerable people and their circle of family and
friends. And the number of people who provide service in this way is growing. But much greater
organizational and funding support is necessary to assure that more Canadians have access to
expert, immediately available palliative care provided by teams.

Every person dies. The experience of that process for the person in our care is primarily what we
wish to constantly improve. For those who love them and witness this time of living, and for all
the providers who are involved, each particular journey accompanying death lingers for many
years and contributes to each person’s understanding, hopes and fears for themselves. We all
learn so much from each of these experiences, and what we witness can be seen as one more
legacy gift from the person whose life and death we encounter.

Each day we see the enhancement of dignity, the potential for growth and the healing of
relationships that can more readily occur when palliative end-of-life care is done well. Yet there is
no doubt that death can be a hard road for everyone. Easing those difficult parts is sometimes
within the purview of palliative care, but sometimes it is not, and may lie elsewhere. The
humility of service and experience teaches us always to be aware of the mystical nature of life and
death. Remembering this helps us approach palliative caregiving as a profoundly human
interaction. I recall fondly an outstanding few hours in 2003 when I shared lunch with Dame
Cicely Saunders — the founder of the modern hospice movement. I return regularly to her
often-quoted message to patients: “You matter because you are you, and you matter to the end of



your life. We will do all we can not only to help you die peacefully, but also to live until you

die.”

Beginning with the efforts of Dr. Balfour Mount and his colleagues to establish Canada’s first
palliative care program some 40 years ago, we have since witnessed emerging clinical skills,
scientific advancement and interdisciplinary teamwork that have dramatically improved our
delivery of palliative end-of-life services. Teams provide care in people’s homes, within long-term
care facilities, hospices, hospitals, on the street, within outpatient clinics and in prisons.
Committed colleagues have led the charge in research, education, creation of facilities, program
development, advocacy and clinical care provision so that exemplary palliative care can become
an assured route for those approaching the end of their life. The stories of people and programs
within this report provide terrific examples of both long-term and more recent efforts of
colleagues. They also tell of the progression of palliative care from an early focus on people dying
from cancer to the recognition of the needs of people living with and dying from any condition.

But not every Canadian will have the opportunity to access well-integrated expert teams —
regardless of whether the barriers are due to geography, cultural, or linguistic factors, or other
situational issues such as funding and knowledge. It is important to recognize that every day in
Canada, exemplary palliative and end-of-life care is being delivered by individual physicians in
primary care and other specialty practices, in partnership with non-physician colleagues. Many
Canadians receive the benefit of that commitment even if their providers are not part of formally
integrated team-based programs. Ideally, those providers will have access to collegial support and
consultation when necessary, as well as the opportunity to identify any gaps in their own
knowledge and to pursue further skill acquisition.

The stories in this report demonstrate that facilities and services can be developed anywhere and
can be uniquely adapted to local circumstances. They serve as exemplars for others to build upon.
While this report — as a call to action to physicians — understandably focuses on physicians, it
is so important to acknowledge the key contributions of our non-physician health care
colleagues, of volunteers, health system leaders, advocates and family caregivers.

The palliative care community is exceptionally generous in sharing knowledge and experience to
assist others in their efforts to build capacity. Don’t ever hesitate to engage those you know,
including the people and programs highlighted in this report. We have all learned by experience,
by dialogue, and mostly we have learned from the deep and meaningful connection that our
patients allow us to have with them. They remain our best teachers.

I applaud Dr. Louis Hugo Francescutti, the CMA’s President in 2013-2014, for his grand idea
and commitment in engaging with our palliative end-of-life care colleagues to research and write
this report. His leadership and that of the Canadian Medical Association is exceedingly welcome
in raising both awareness and, indeed, expectation that high quality palliative end-of-life care
should be available to all Canadians. Dr. Francescutti was ably assisted by his talented research
assistant and co-writer, Jennie Ding (MHA, BSc, Intern, Medical Professionalism, CMA). The
CMA’s Dr. Owen Adams (PhD, Chief Policy Adviser, CMA) and Dr. Jeff Blackmer (MD,
MHSc, FRCPC, Vice-President, Medical Professionalism, CMA) were instrumental
collaborators and contributors in creating this excellent resource. And, of course, special thanks
to the physicians, programs and facilities that agreed to have their stories told so that we might all
learn and be inspired.

I think that the not-so-subtle message from Louis is that each of you who wish to can do this
work, whether by caring well for your individual patients or by developing integrated high-




quality services within your community. Let’s make sure that all Canadians have access to the
best care that we can offer in their journey of living and dying.




Section 1
are at the End of Life:
Ethics & Terminology

Jeff Blackmer
MD, MHSc, FRCPC
Vice-President, Medical Professionalism, CMA

Care at the end of life and palliative care
raise complex, and often emotionally
charged, ethical and moral
considerations. Physicians have a clear
ethical obligation to consider first the
well-being of their patients, and to put
the needs of their patients above their
own. What exactly this means will vary
from circumstance to circumstance.
However, there is a clear ethical
imperative to ensure that those who need
it will have access to high-quality
palliative care in the setting of their
choice. This imperative also raises
important considerations around
resource allocation, justice and equity.
Currently, access to palliative care is —
at best — inconsistent across Canada.

We know from studies that where patients and their families have access to high quality palliative
care, their perception of the dying process changes significantly. Family members are able to
relinquish the caregiver role and focus on spending quality time with their loved one. Patients are
able to achieve adequate pain and symptom control, and this allows them to optimize their
remaining days and “have a good death”. This is something we heard again and again during our
cross-country consultations.

The concept of patient autonomy and control is also an important consideration in care at the
end of life. As much as possible, we want to ensure that patients feel that they have control over
the process and over their care needs. Palliative care is critical to helping to achieve these goals.
We are also becoming increasingly aware that some people feel that no amount of palliative care
will help them attain full autonomy, and that the capacity to choose where and when they will
die, with medical assistance, may be needed in certain situations. This has led to the recent
increase in public discussion about medical aid in dying.




Below are selected paragraphs and terminology from the CMA policy entitled Euthanasia and
Assisted Death (Update 2014). (For the full version, visit cma.ca.)

“Physicians are committed to providing high quality care at the end-of-life. They are also
committed to maintaining their patients’ quality of life. There are rare occasions where
patients have such a degree of suffering, even with access to palliative and end-of-life care,
that they request medical aid in dying. In such a case, and within legal constraints, medical
aid in dying may be appropriate. The CMA supports patients’ access to the full spectrum of
end-of-life care that is legal in Canada. The CMA supports the right of all physicians, within
the bounds of existing legislation, to follow their conscience when deciding whether to provide
medical aid in dying as defined in this policy.

A physician should not be compelled to participate in medical aid in dying should it become
legalized. However, there should be no undue delay in the provision of end-of-life care,
including medical aid in dying.

Definitions regarding care at the end of life:

Palliative careis an approach that improves the quality of life of patients and their families
Jacing the problem associated with life-threatening illness, through the prevention and relief of
suffering by means of early identification, assessment and treatment of pain and other
symptoms, physical, psychosocial and spiritual.

Medical aid in dying refers to a situation whereby a physician intentionally participates in
the death of a patient by directly administering the substance themselves, or by providing the
means whereby a patient can self-administer a substance leading to their death.

Euthanasia means knowingly and intentionally performing an act, with or without consent,
that is explicitly intended to end another person'’s life and that includes the following elements:
the subject has an incurable illness; the agent knows about the person’s condition; commits the
act with the primary intention of ending the life of that person; and the act is undertaken
with empathy and compassion and without personal gain.

Physician-assisted death (PAD) means that a physician knowingly and intentionally
provides a person with the knowledge or means or both required to end their own lives,
including counseling about lethal doses of drugs, prescribing such lethal doses or supplying the

drugs. This is sometimes referred to as physician assisted suicide.

Euthanasia and physician assisted death are often regarded as morally equivalent, although
there is a clear practical distinction, as well as a legal distinction, between them.

Palliative sedation refers to the use of sedative medications for patients who are terminally ill
with the intent of alleviating suffering and the management of symptoms. The intent is not to

hasten death although this may be a foreseeable but unintended consequence of the use of such

medications. This is NOT euthanasia or physician assisted death.

Withdrawing or withholding life-sustaining interventions, such as artificial ventilation or
nutrition, that are keeping the patient alive but are no longer wanted or indicated, is NOT
euthanasia or physician assisted death.




“Dying with dignity” indicates a death that occurs within the broad parameters set forth by
the patient with respect to how they wish to be cared for at the end-of-life. It is NOT
synonymous with euthanasia or physician assisted death.

Advance care planning is a process whereby individuals indicate their treatment goals and
preferences with respect to care at the end-of-life. This can result in a written directive, or

advance care plan, also known as a living will.”

On Oct. 15, 2014, the Supreme Court of Canada (SCC) heard an appeal in the Carter case,
which concerned the legality of physician-assisted death in Canada. On Feb. 6, 2015, the Court
rendered a unanimous decision striking down the Criminal Code’s absolute prohibition on
providing assisted dying. The Court suspended that decision for 12 months — this means that
the current law remains in force for that period — in order to allow legislators and regulators
time to respond, should they so choose, with legislation. Justice Minister Peter MacKay indicated
that the federal government may require the full year to provide a legislative response.

The SCC’s decision to allow people with a grievous and irremediable medical condition to ask
for physician-assisted death has pushed the discussion surrounding palliative care to the forefront
in Canada. Seizing this opportunity, the CMA will continue to promote access to high quality
palliative care. It is important to ensure that all those needing palliative care can access it when
required, and that physician-assisted death is used as one of the last resorts in dealing with
impending death.




Section 2
Palliative and Hospice
Care Delivery Models

The delivery of palliative and hospice care varies greatly across Canada due to differences in
regional demographics, societal needs, government involvement and funding structures.
Similarly, access to these services can also differ between jurisdictions because funding and
legislation of health care services are determined at a provincial and territorial level. Although the
number of palliative and hospice care programs has been growing, increases in both quantity and
quality will be needed to support our aging population. This section features eight leading
organizations in palliative and hospice care, and covers three models of care delivery.

1. Integrated Palliative Care Programs
Capital Health (Halifax, NS)
Colchester East Hants Health Authority (Colchester East Hants, NS)
- Edmonton Zone (Edmonton, AB)
2. Continuing Care and Long-Term Care Facilities
- Bruyere Continuing Care (Ottawa, ON)
- Ocean View Continuing Care (Eastern Passage, NS))
3. Residential Hospices
- Canuck Place Children’s Hospice Society (Vancouver, BC)
- Foothills Country Hospice Society (Okotoks, Alta.)
- West Island Palliative Care Residence (Kirkland, Que.)

These organizations were selected via nominations from within the medical and palliative care
community. They were also selected to represent a mix of urban and rural communities,
geographical variations across the country, and different population demographics.
Unfortunately, we were not able to include the many others that are delivering exceptional
palliative care across Canada. Health care providers, administrators and policy-makers can also
refer to the experience of these organizations in developing or refining their own palliative and
hospice care programs.




Capital Health Integrated Palliative Care
Program

Why is this program unique?

The Capital District Health Authority (CDHA) Integrated Palliative Care Program in Halifax
embodies the philosophy that care is delivered in a seamless manner by various health care
providers and services in the community. The care philosophy is person- and family-centred,
encouraging active discussions of goals of care and end-of-life needs early in the care process. The
goal is to ensure that symptoms are appropriately managed, whether care is provided at home, in
the outpatient clinic or in the hospital. The integrated care service merges primary, secondary
and tertiary care resources to support patients and families throughout the continuum of care.
The program is built on four pillars: integrated service delivery, accountability, family and
caregivers, and capacity building and practice change. Overall, palliative care at Capital Health
strives to provide integrated, quality palliative care in the care setting of the patient’s choice, and
to do so seamlessly across these settings based on the patient’s needs and conditions. Care should
be provided in the context of the patient’s location, whether in hospital, at home, or elsewhere in
the community.

What does the program offer?

A referral from a primary care provider is needed for admission into the CDHA program.
Patients can be referred to it by a family physician or a nurse practitioner at any point along the
dying trajectory, including early stages of illness and when their condition is relatively stable.
Once referred, the patient goes through an initial assessment during which the palliative care
team may decide the patient does not need ongoing follow-up or even active palliative care
services, but the team can be called upon in the future if needs change. One of the key questions
that family physicians are asked is: “Do you think your patient will die in the next year?” This
question acts as a litmus test and allows the care team to gauge the seriousness of the patient’s
situation. During patient intake, the team conducts a standardized assessment to capture patient
and family demographic, health history, goals of care, advance directives, support infrastructure,
and physical and psychosocial needs. The patient is also assessed using the Palliative Performance
Scale. Based on the information collected, the program prioritizes those with fast-progressing,
life-limiting illnesses and has only three to six months to live because it does not have sufficient
resources to care for everyone needing palliative care. The program’s involvement is based on the
identified needs and generally intensifies as the patient approaches death. If it is not already
involved, referral to Continuing Care Nova Scotia for nursing and personal care needs typically
occurs as soon as patients are admitted into the CDHA’s Integrated Palliative Care Program. All
patients are reassessed frequently, and their care plans updated to ensure they are cared for
appropriately. Planned death in hospital is initiated if home supports are overwhelmed and every
effort has been made for direct transfer to the inpatient palliative care unit without emergency
department involvement. Home death is the preferred option for most patients, and it is only
possible through increased support from Continuing Care Nova Scotia and guidance from the
CDHA Palliative Care Home Consult Team.

The CDHA Integrated Palliative Care Program offers four main services: 1) home-based
palliative care consults; 2) outpatient clinics; 3) an inpatient palliative care unit at the Victoria
General Hospital; and 4) consultations at other hospitals within the CDHA. These service areas
are described in detail below.




To supplement medical care and support patients” psychosocial needs, the program also provides
music therapy, group support, bereavement support, and spiritual care. When a patient dies, the
family will receive a follow-up call to identify any areas of concern. Bereavement services are
available to all families in the program, and they can be enrolled in the services for as long as they
wish. As well, memorial services are held three times a year.

Home-based palliative care services
The Palliative Care Home Consult Team can help house-bound patients plan their care at home.

Often, this is done in discussion with the patient and family, the family physician, a continuing
care coordinator from Continuing Care Nova Scotia, and a nurse from the Victorian Order of
Nurses. In 2013-2014, there were 265 new home-based consults and 625 palliative care
physician visits to patient homes. The Palliative Care Home Consult Team documents every
home visit and sends the information to the patient’s family physician. The team aims to
maintain open channels of communication with the family physician to ensure that pain and
symptoms are adequately managed and the patient can be supported at home. However, the level
of involvement for family physicians varies greatly, from being totally involved and only using
the consult team as a backup, to no involvement and leaving the full responsibility for patient
care to the team. Although the CDHA Integrated Palliative Care Program has hosted education
sessions to explain its role and responsibilities, many primary care providers remain unaware of
when they should refer patients to it. Many of the program’s patients were referred by their
oncologists and other specialists, either because they either don’t have a relationship with their
family physician or don’t have one. Gaining access to palliative care services can be a difficult
road to navigate, especially if patients don’t have guidance from health care professionals. The
CDHA Integrated Palliative Care Program will continue its community outreach efforts to
establish relationships with as many primary care providers in the CDHA as possible so patients
can get the right care at the right time.

Outpatient clinics
Before 2015, patients who were mobile were seen in a palliative care clinic in Halifax, Lower

Sackville or Windsor. In 2013-2014, the palliative care team in the outpatient clinics conducted
285 new consults.

In January 2015, home services and outpatient clinic services merged to become a single
community-based service operating in both care settings. Since patients using home care services
often access outpatient clinics for appointments and then transition back home, this change will
provide better continuity of care, communication and staff consistency. Clinic patients can
transition home more easily and continue to be followed by the same care team at home. Two
care teams now operate in this new community service. All staff, including community nurses
and palliative care physicians, are trained in both clinic-based and home-based care. Under this
new structure, the teams’ palliative care physicians will do two to three half-day outpatient clinics
per week and spend the rest of the work week providing home services. To prevent service
overlap and facilitate community integration, CDHA has been split into two coverage areas.
Each community service team is responsible for one region so that they can be familiar with
patients, primary care providers and community programs in their respective jurisdiction.

Inpatient palliative care unit at the Victoria General Hospital
The Victoria General Hospital has a 13-bed palliative care unit for terminally ill patients needing

tertiary end-of-life medical care. In 2013-2014 there were 250 admissions to the inpatient unit,
with 68% being direct admissions from the community without visits to the emergency
department or other units in a hospital. All admitted patients are previously known to the



CDHA Integrated Palliative Care Program via earlier referrals from other units in the hospital,
family physicians, outpatient palliative care clinics, or specialty services in the CDHA region.

The unit is able to accommodate patients with physical and mental disabilities as long as they
fulfill the criteria for admission. The average length of stay on the unit is 17 days. It is not known
how this compares to results from other Canadian hospitals because there is no national
benchmark for the average length of stay on inpatient palliative care units. It is also difficult to
gather this information because palliative care bed utilization differs among facilities. The size of
each unit and criteria for admission also vary across the country.

Approximately 85% of admitted patients die on the unit. Transitions back to home care and
long-term care are rare, as most patients on the unit are at the last stage of life. However, if
inpatient palliative care is no longer suitable, staff will work to place the patient in a more
appropriate setting. Sometimes, certain patients may be transferred to other units in the hospital
if the patient’s health status requires.

Consultations at CDHA hospitals

The palliative care team that is based at the Victoria General site can provide consultations to all
hospitals in the CDHA, which includes the Queen Elizabeth II Health Sciences Centre,
Dartmouth General, and hospitals in the Hants community. It can also provide consults for
other medical units located within the Victoria General site. In 2013-2014, the team conducted
730 new inpatient consults and saw approximately 31 new or previously enrolled patients per
day.

Resident demographics

The CDHA Integrated Palliative Care Program is available free to any adult living within the
CDHA who is eligible for provincial medical services. Children in the CDHA can access
pediatric palliative care services through the IWK Health Centre. The CDHA Integrated
Palliative Care Program sees approximately 1,200 new patients per year. About 70% of patients
in the program are between 60-90 years old. In 2013, approximately 80% of participating
patients had cancer, while the rest had various chronic diseases such as amyotrophic lateral
sclerosis. Patients are in the program for an average of 84 days — from first registration until the
time of death. Home-based patients spend 94% of their time at home, while patients who come
into the inpatient palliative care unit spend 58% of their time at home and 42% in hospital.

Program operations

Care teams

The core care team consists of palliative care physicians, nurses, physiotherapists, occupational
therapists, a bereavement coordinator, music therapist, volunteer coordinator, social worker and
spiritual care provider. There are six palliative care physicians on staff, with three working full-
time. These physicians are responsible for both inpatient care and community-based care, and
rotate through these two service areas. When the physicians are not covering the inpatient
palliative care unit, they work as members of the consultation team and community service teams
to provide home- and clinic-based care.

All physicians have received specialized training in palliative care. While the staff nurses may not
have received formal palliative care training prior to working in the program, most choose to take
additional courses in palliative care and complete a certification exam. Continuing training and
education in palliative care is also strongly encouraged and supported by the administration.
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Collaboration with community-based services
The community palliative care service team and the Victorian Order of Nurses (VON) work

together to provide the best community-based care possible. The VON is funded by the Nova
Scotia Department of Health and Wellness and operates independently from CDHA Integrated
Palliative Care Program. The VON is vital in providing home care, nursing care and personal
support to patients at home. The community services team also relies on the involvement of
Continuing Care Nova Scotia, a branch of the Nova Scotia Department of Health and Wellness,
to provide hands-on nursing care and personal care needs at home including respite care, medical
equipment rentals and adult protection services. The Department of Health and Wellness has
also launched a pharmacare program for patients who have been identified as palliative. It
provides 100% coverage for all medications required by these patients, including over-the-
counter drugs.

Volunteers

Program volunteers primarily provide assistance and support on the inpatient palliative care unit.
All volunteers receive about eight hours of orientation and training. Patients in the program can
also tap into volunteer services offered by other units the Victoria General Hospital. For example,
patients can use the hospital’s Sunshine Room and receive complementary therapy from
volunteers.

Student placements
The CDHA Integrated Palliative Care Program has student-placement opportunities in

medicine, nursing, social work, recreational therapy, music therapy and chaplaincy. The program
hosts approximately 60 physicians-in-training every year, and offers two residency slots in
palliative medicine. One of the positions is funded by the College of Family Physicians of
Canada and the other is self-funded by the Department of Family Medicine at Dalhousie
University.

Funding
The program is funded by CDHA via Cancer Care Nova Scotia, which oversees non-physician
staffing and program support, including equipment needs and travel needs.

Service evaluations

A Quality Committee is responsible for evaluating the program and performing trend analysis.
The committee produces quarterly reports that assess a variety of factors, some of which are based
on predetermined benchmarks. Currently, this program is not benchmarked to other programs
in Canada. Program administrators are in the process of starting a quality improvement initiative
similar to morbidity and mortality rounds in the near future.

Key takeaways
- The CDHA Integrated Palliative Care Program offers four different types of services:

1. Home-based palliative care is available to patients who are house-bound. The
Palliative Care Home Consult Team will work with the family physician,
Continuing Care Nova Scotia and the Victorian Order of Nurses to meet the
patient’s needs in the home environment.

2. Outpatient clinics in the Capital Health region are available to patients who have
relatively stable health status.

3. The palliative care inpatient unit at the Victoria General Hospital has 13 beds
available for patients who require medical intervention in end-of-life care. Due to



limited resources within the uni, all patients admitted for treatment are previously
known in the system.

4. The palliative care team that is based out of the Victoria General Hospital can
provide consultations to any hospitals in CDHA.

In January 2015, the home services and outpatient clinic services merged to become two

community-based services to improve continuity of care.

The program has six palliative care physicians on staff.

All palliative care physicians rotate between the inpatient unit, consultation service and

the community-based services in outpatient clinics and at patient homes.

On average, patients are enrolled in the program for 84 days until their death.

For more information, visit http://www.cdha.nshealth.ca/palliative-care.
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Colchester East Hants Health Authority
Integrated Palliative Care Program

Why is this program unique?

Colchester East Hants Health Authority (CEHHA) serves a mix of urban and rural communities
in central Nova Scotia. The CEHHA Integrated Palliative Care Program was launched in the late
1990s as one of the three demonstration sites for a rural palliative home care project in the
Maritimes. The pilot project used interprofessional palliative care teams, education and
consultation teams to ensure care integration and coordination. The current program continues
to focus on these areas to support and assist terminally ill patients and families.

The program cares for patients in their home, supports their transition to other care settings,
including acute care hospitals, and provides appropriate care in relieving pain and suffering at
end of life. The CEHHA Integrated Palliative Care Program relies heavily on nurses, who play an
important role on both the community-based and the inpatient interdisciplinary palliative care
teams. The program’s nurse-centric operation helps to ensure continuity of care as patients move
between care settings. The program works closely with primary care physicians in the community
to integrate them into the patient’s care process. Family physicians work closely with the
palliative care consult nurses to achieve optimal pain and symptom management. Family
physicians can also consult with palliative care physician consultants when patients require more
complex care. The palliative care program also has a close partnership with Continuing Care
Nova Scotia (CCNYS) in arranging home care and long-term care for patients as their needs
change.

What does the program offer?

The program provides clinical services to all individuals and families within the Colchester East
Hants Health District, consistent with the Canadian Hospice Palliative Care Association's
National Norms and the Canadian Hospital Accreditations Services Standards of Practice.' The
CEHHA Integrated Palliative Care Program offers three types of service: 1) community-based
palliative care consultation; 2) inpatient palliative care consultation at the Lillian Fraser
Memorial Hospital; and 3) inpatient palliative care unit at the Colchester East Hants Health
Centre.

Community-based palliative care consult team
The community-based palliative care consult team is composed of nurses, palliative care

physicians and a social worker, and also provides pastoral care. Besides working with the patient’s
family physician, the team also collaborates with VON, which can provide home care and
personal support. Staff from the Colchester East Hants Hospice Society are also involved in
patient care by providing grief and bereavement support as well as practical assistance to those
needing the service. Nurses on the palliative care consult team have the predominant
responsibility in providing patient care. They strive to provide expert level support to family
physicians, home care nurses and caregivers, including pain and symptom management and
psychosocial assessment and support.

The consult team can conduct visits to long-term care facilities and patient homes. If more
intensive medical intervention is needed, the patient will be transferred to a hospital, where the
inpatient palliative care team takes over.



The team meets biweekly to discuss care plans and ensure appropriate services are in place. The
goal of the integrated service is to provide a combination of physical, psychological, spiritual and
social care to dying individuals in their current setting.

A referral, which can be from Cancer Care Nova Scotia, a family physician or self-initiated, is
required to become a patient in the community-based palliative care program. The care team
assesses all referrals to determine whether the patient is suitable for the program. When a patient
is admitted to the program, the referring physician is notified by the team. Certain patients may
be discharged from the service and readmitted at a later time if their urgent health issues have
been resolved, their health has remained stable for a period of time and they have completed end-
of-life care planning.

Inpatient palliative care consult team at the Lillian Fraser Memorial Hospital
Lillian Fraser Memorial Hospital has a part-time palliative care consult nurse. Additional support
comes from the community-based palliative care consult team in the CEHHA Integrated
Palliative Care Program.

Inpatient palliative care unit

The new Colchester East Hants Health Centre opened in November 2012. It has 108 inpatient
beds, with six beds allocated to the palliative care unit. Approximately 70-75% of admitted
patients are new to the palliative care program and are transferred from the emergency
department, other units in the hospital, or other hospitals in Nova Scotia. The remaining
patients are referred by family physicians because of pain and symptom management issues or
psychosocial issues. Approximately 60% of the patients have cancer, while the rest have other
chronic diseases such as chronic obstructive pulmonary disease.

The unit’s interdisciplinary care team consists of professionals from nursing, palliative care
medicine, social work, pharmacy and spiritual care. A palliative care volunteer coordinator from
the Colchester East Hants Hospice Society also works full time to coordinate daily volunteer
visits. The team has access to physiotherapy and occupational therapy services provided by the
hospital. A case coordinator from Continuing Care Nova Scotia participates on the weekly
rounds to help plan for any discharges back home or to long-term care facilities.

Upon admission to the inpatient service, the patient is initially assessed by either a palliative care
physician or palliative care nurse. Additional assessments and evaluations then take place in an
interdisciplinary manner. The care team will meet with the patient and family to discuss pain and
symptom management issues, psychosocial issues and end-of-life care. The patients are assessed
daily for changes and to determine whether admission or discharge off the unit is appropriate.
Once the care team determines that the patient may be discharged from the hospital, the case
coordinator from Continuing Care Nova Scotia will be notified to start the discharge process.
Approximately 40% of admitted patients will return home, while the rest either die on the unit
or are discharged to long-term care.

Program operations

Collaboration with community-based resources

A key component of the CEHHA Integrated Palliative Care Program is its close partnership with
the Colchester East Hants Community Hospice Society, a registered charity that is completely
funded by donations. The hospice currently has two palliative care social workers who provide
end-of-life support to people with life-limiting illnesses, as well as to their families. It works with
the palliative care program to enhance the spiritual, psychosocial and practical support at end of




life for patients with life-limiting illnesses. Examples of available services include: anticipatory
grief and bereavement support, grief group support, grief education, memorial services, client
care financial services, wish fulfillment, and transportation assistance.

Volunteers

Volunteers in the CEHHA Integrated Palliative Care Program are supplied and trained by the
Colchester East Hants Community Hospice Society. The palliative care consult teams work
closely with the volunteers under the same philosophy of care that values the quality of life until
death, patient- and family-centred care, and autonomy in decision-making. Volunteers can visit
patients and families in their homes or the hospital. Home visits are scheduled ahead of time
whereas hospital visits occur daily.

The Hospice has approximately 5070 available volunteers each year. All volunteers receive
comprehensive training on palliative and end-of-life care before they begin interacting with
patients and families in roles such as grief support, advocacy, spiritual care, practical support and
companionship. On average, each volunteer receives 2540 hours of training depending on the
role and responsibility. The training modules are based on the Canadian Hospice Palliative Care
Association National guidelines, and include topics on active listening, self-care, and the dying
process.

Student placements
Student placements are available for medical residents and those studying nursing, social work,

recreational therapy, music therapy, chaplaincy and clinical counseling. Medical students in their
final year of undergraduate medical education can also do electives with the CEHHA Integrated
Palliative Care Program. Approximately five medical students completed electives in 2014.

Fundin

The CEI-gIHA Integrated Palliative Care Program is funded by the Nova Scotia Department of
Health and Wellness. The program is not funded on a per patient basis — it receives a portion of
the total funding provided to the Colchester East Hants Health Centre. With strong community
support, the new palliative care unit at CEHHC was created from existing medical beds without
any new/additional funding from the Nova Scotia Department of Health and Wellness. As a
result, the program does not receive any dedicated palliative care funding for the unit to cover the
cost of specialty services. The program holds fundraisers annually to raise money for patient care,
and may also receive donations designated for continuing education and service improvement.

Service evaluations

Satisfaction surveys have been used before to assess service quality. Currently, the program is
exploring more suitable ways to evaluate both client (family) satisfaction and program
performance.

Key takeaways

- CEHHA Integrated Palliative Care Program has three components: 1) community-based
palliative care consultation; 2) inpatient palliative care consultation at the Lillian Fraser
Memorial Hospital; and 3) inpatient palliative care unit at the Colchester East Hants
Health Centre.

- The community-based palliative care consult team can visit long-term care facilities and
patient homes.

- Family physicians in the community are integrated into the program to ensure
continuity of patient care at home.



- The new Colchester East Hants Health Centre has a six-bed inpatient palliative care unit
for patients requiring acute medical intervention.

- Social workers and volunteers from the Colchester East Hants Community Hospice
Society provide grief and bereavement support, practical assistance and end-of-life
support for patients and families in the CEHHA Integrated Palliative Care Program.

- For more information, visit http://www.cehha.nshealth.ca/services/pallative.htm.

' Colchester East Hants Health Authority. Palliative Care Services [Internet]. [cited 2015 March 30].
Available from: http://www.cehha.nshealth.ca/services/pallative.htm.
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Edmonton Zone Palliative Care Program

Why is this program unique?

In Alberta, regional (now called zone) palliative care programs were founded in both Edmonton
(October 1995) and Calgary (December 1996) as policy-makers and administrators recognized
the growing demand for end-of-life care services. Both programs provide comprehensive,
integrated palliative care services that can be accessed in all patient care settings, including the
community, continuing care facilities and acute care locations. The Edmonton Zone Palliative
Care Program (EZPCP) has a strong focus on clinical care, education and research.

Patients and their families can access palliative care services no matter where they are located.
Primary care providers, such as family physicians or nurse practitioners in the community and
hospitalists in hospitals, are responsible for providing basic palliative care services. Primary care
providers are supported by palliative care consultants — physicians and nurses with specialized
training in palliative care. If the primary care provider requires a palliative care consultation for
symptom management or assessment for possible hospice palliative care unit (PCU) admission
for end-of-life care, a referral for consultation can be made. Consultant palliative care physicians
and nurses provide consults at home, in hospice palliative care units and in the Edmonton Zone’s
nine hospitals.

Residential hospice palliative care units in Edmonton are located in continuing care facilities. If
hospice PCU admission is requested, the consult team works with the patient, family, and
primary care provider to determine the patient’s eligibility. The patient is then placed on a zone-
wide triage list. Patients at home are usually admitted in one to two days, and patients in acute
care in two to four days. The waitlist is managed by a Hospice PCU Placement Coordinator,
who works closely with the hospice PCU site managers.

If patients’ symptoms are challenging and complex, palliative care consultants can refer them for
transfer to a 20-bed tertiary palliative care unit at the Grey Nuns Hospital, where care will be
provided by a specialist interdisciplinary palliative care team.

What does the program offer?
Palliative home care

“Family physicians and home care are recognized as central to the delivery of primary
palliative care in the community. 71

The EZPCP provides consult services to support the primary care work of the Edmonton Zone
Home Care Program to ensure a better experience for palliative patients requiring medical
attention at home. Patients enrolled in the palliative home care program have needs that can be
met at home, with the additional support of a family physician in the community who has basic
knowledge, skills and competencies in palliative care. These family physicians may work on
interdisciplinary teams alongside a nurse practitioner to provide direct and ongoing palliative
end-of-life care for patients by addressing their physical, emotional, social, practical, cultural and
spiritual needs while respecting their autonomy and need for independent living. In the home
care program, primary care providers assess care needs, develop care plans, provide medical
interventions and emotional support, and manage referrals and care coordination to ensure
patients’ health needs are met promptly. Patients with complex diseases and symptoms may be

referred to the EZPCP.



Palliative care consultation teams
The EZPCP has a number of consultations teams, all of which can be accessed via a single phone
number. Palliative care consultations are delivered by the following specialist interdisciplinary
care teams:

1) Palliative Community Consult Teams (PCCTs);

2) Palliative care programs at the Royal Alexandra Hospital and the University of Alberta

Hospital; and

3) Symptom Control and Palliative Care Team at the Cross Cancer Institute.
The PCCT is responsible for community consults based on referrals from primary care providers.
The PCCT will visit the patient at the site of care, including home, continuing care facilities and
the smaller community hospitals that do not have an onsite palliative care team. A triage
physician in the program’s central office screens all consultation requests, and provides a
telephone consultation if appropriate or assigns the consultation to an appropriate team member
based on need.

Permanent consultation teams are based at the Royal Alexandra Hospital and the University of
Alberta Hospital, and are responsible for consults generated from their respective hospitals. The
Symptom Control and Palliative Care Team at the Cross Cancer Institute covers both inpatient
and outpatient clinics at the institution, and works as the liaison between oncologists and
community-based primary care providers.

All of the palliative care consultation teams are composed of physicians and nurses who have
received specialized training in palliative care and are experts in this field. All palliative care
consultation teams are available 24/7 to provide information and advice to primary care
providers in all care settings, including continuing care facilities.

Hospice PCU beds

Although a home death is often the preferred option for some patients and families, this may not
be possible due to complex medical symptoms, psychosocial circumstances and/or resources
available. As a result, there are 70 hospice PCU beds in five continuing care facilities in the
Edmonton Zone for end-of-life patients. Patients are admitted to these beds after assessment by a
zone palliative care consultation team.

Tertiary PCU

Grey Nuns Hospital in Edmonton has a 20-bed inpatient palliative care unit to care for patients
with the most complex symptoms who require specialized, frequent and skilled assessments and
interventions. The unit has a comprehensive interdisciplinary palliative care team dedicated to
caring for these patients. Patients are referred to this location after assessment by a zone palliative
care consultation team. Referrals are also accepted for out-of- zone patients.

Patient demographics

The Edmonton Zone Palliative Care Program collects extensive information on patient care to
ensure continuous quality improvement. The number of patients enrolled in the program
increases by 100 to 150 annually, and the percentage of non-cancer patients has also been
increasing,

Reports are published annually on the program website www.palliative.org. The most recent
report (2013-2014) documents 3,082 consults in acute care, 831 consults at home, 777 hospice
PCU admissions and 206 tertiary PCU admissions. The program is continuously evolving to
meet the demand from a diverse population.



http://www.palliative.org/

Program operations

Staffing

Family physicians are expected to participate in a 24-hour on-call coverage service. They also
serve as the attending physicians when a patient is admitted to a hospice PCU. In the palliative
home care program, nurses play a critical role in patient care by providing a 24-hour response
service and working with family physicians in case management.

In the mid-1990s, the provincial funding agency implemented new fee codes specifically for
family physicians providing palliative care services at home or on hospice PCUs. The fee codes
allowed family physicians to bill for every 15 minutes of direct patient contact and for every 15
minutes of time spent in family or team conferences. The consult palliative physicians have been
supported by salary funding through an alternative academic funding model.

“The palliative care program has been able to continue to develop and grow as a centre of
excellence in clinical, education, and research arena in palliative and end-of-life care through the
ongoing integration with and support from the regional health authority (Capital Health and
Caritas), the University of Alberta, and the Alberta Cancer Board. This has further facilitated:

1. The growth of full-time equivalent palliative care physician positions from 8.5 to 11.

2. The development of the nurse practitioner role within some components of the program,

3. The development of a formal palliative care curriculum for palliative care education at
an undergraduate level within the medical school and the establishment of a Palliative
Medicine Residency Program jointly accredited by the Royal College of Physician and
Surgeons and the College of Family Physicians of Canada, and

4. The incorporation of PhD personnel into the research programs.”

The number of palliative care physicians has now grown to 15 full-time equivalent positions.
Support is provided by the reorganized Alberta Health Services, Covenant Health, Cancer Care
Services and the University of Alberta.

Training and education
Although primary care providers are critical in coordinating palliative care services, providing

home visits and referring patients for palliative care consultations, many remain unskilled in
palliative care because of the low volume of terminally ill patients they see in their practices. As a
result, many organizations in Alberta have joined forces to provide more palliative care training
and education opportunities for primary care physicians in order to improve the overall service
quality. For example, the Alberta Cancer Board created the Alberta Hospice Palliative Care
Resource Manual back in 2001 to aid primary care providers to care for their palliative patients
and promote similar knowledge and treatment options throughout the province. This has
evolved into the nationally used Pallium Pocketbook.

Service evaluations
Common patient assessment tools are used throughout the program to ensure standardization,

easy monitoring and evaluation.
“A number of symptom assessment tools, either developed in Edmonton or elsewhere, were
adopted for use by the care teams. These included the Edmonton Symptom Assessment System,
the Mini-Mental State Questionnaire, the CAGE Questionnaire, the Palliative Performance
Scale, Mean Equivalent Daily Dose of Parenteral Morphine, and the Edmonton Staging
System for Cancer Pain (now the Edmonton Classification System for Cancer Pain). These
standard assessment tools, as well as a system for recording medical history and medication,



were used to ensure a common standard of practice and facilitate communication when
transferring patients through the various palliative care settings. A coordinated training
program promoted the use of a common approach and protocols for the management of
various physical and psychosocial problems. Common guidelines for physicians, nurses, and
caregivers are also provided in easily accessible handbooks.”

Periodic evaluations were carried out to assess program quality.
“Assessment of outcomes is established through periodic external evaluation, accreditation, and
maintenance of a database supporting annual reports and peer-reviewed research. The first
external evaluation of the program, completed in May 1996, suggested widespread satisfaction
with implementation of the program. Family members, care providers (including family
physicians), and nonparticipating physicians said that the program was already well known,
that there was strong support for the program’s consultation role, and that recommendations
and communication had been appropriate and timely. In 1999, a family physician survey
identified overall satisfaction with the program, except with ease of accessing referral. In
2000, a single access number for all types of palliative care services was implemented.

A regional database was developed early, managed by a data manager, and maintained with
data from all components of the program, including both relevant patient demographics and
assessment information. This has been used extensively in developing the program annual
report, balanced scorecard, and quality initiatives.”
Based on the data collected over the years, the following outcomes were noted after the
Edmonton Zone Palliative Care Program was implemented:

- There was a significant decline in cancer-related deaths in acute care facilities.

- The number of inpatient days for terminally ill patients at end-of-life decreased

significantly.
- The percentage of cancer patients using palliative care services almost doubled.

Key takeaways

- Datients in the Edmonton Zone Palliative Care Program receive continuity of care as
they move between different care settings.

- The program consists of home-based palliative care in the community, palliative care
consultation teams that can provide expert advice, hospice PCUs in continuing care
facilities, and an inpatient palliative care unit for complex medical needs.

- Palliative care consultation teams work with care providers in the community, at the
patient’s home, on hospice PCUs and in the Zone’s hospitals.

- The program uses common patient assessment and monitoring tools to facilitate
communication between the care teams on different sites.

- The program assesses its impact by collecting and reporting extensive data on quality and
outcomes.

- For more information, visit http://www.palliative.org/.

! Fainsinger, RL, Brenneis C, Fassbender K. Edmonton, Canada: A regional model of palliative care

development. Journal of Pain and Symprom Management. 2007;33(5):634 — 639.
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Bruyere Continuing Care Palliative Care
Program

Why is this program unique?

Bruyere’s Palliative Care Services (PCS) are founded on the World Health Organization’s
definition that highlights the need for palliative care to be initiated early in the illness trajectory.
Using this approach, Bruyere is able to care for a diverse range of patients who may not
necessarily be in the last days or weeks of life. Although the program is hosted in a continuing
care institution, PCS provide much more than continuing care; available services include acute
inpatient palliative care, community consultation support and capacity building, and palliative
care rehabilitation for patients in Ottawa and the Champlain Region.

What does the program offer?
Three levels of services are provided:

1. An inpatient acute palliative care unit for patients with complex needs across the illness
trajectory (not limited to end-of-life);

2. A regional palliative care consultation team that provides support to family physicians
and community-based health care professionals, and builds primary care’s capacity to
provide high quality palliative and end-of-life care in the community;

3. A unique palliative rehabilitation outpatient clinic for patients with progressive incurable
illnesses who are still highly functional and who, with the appropriate physical and
nutrition rehabilitation, could remain independent and at home for a longer period.

Inpatient Palliative Care Unit
The unit, along with community consultation team, serves as a hub in the region for palliative

care education, research and other important academic activities.

The 31-bed inpatient unit admits patients with complex needs. Admissions are not limited to the
terminally ill or those with a do-not-resuscitate order in place. Patients are admitted if they meet
the admissions criteria of high complexity or requiring acute palliative care. Although most
admissions (75%) are from large acute care hospitals in the region, some patients are admitted
directly from home and emergency departments (EDs) if they meet the admission criteria. These
direct admissions help to prevent admissions to acute care hospitals and EDs, where care is not
focused on meeting these patients’ needs. Some patients are admitted temporarily for symptom
control, while others are admitted to receive end-of-life care until their death. It is not
uncommon for patients referred to the unit for end-of-life care to stabilize and become a long-
term patient with a life expectancy greater than only a few weeks. However, the funding formula
from the Ontario Ministry of Health and Long Term Care for the unit does not allow for these
patients to be cared for on the unit, and the care team must work to make alternate arrangements
for them.

A single central referral and triage process is used for admitting patients to both the palliative care
unit and the area’s residential hospices. This helps to ensure that the right patient is admitted
promptly to the right place. After referral, the care team uses a variety of sources, including
EMRs from other hospitals, to identify the medical situation, goals of care, advance directives