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By Elizabeth Kofron, Ph.D
The Montreal Neurological Institute and
Hospital (The Neuro) is developing a NeuroPalliative Care Program, a first in North
America dedicated to patients with terminal
neurological diseases. This program will develop and deliver specialized supportive care
for patients with chronic neurological illnesses approaching the end of life with disorders such as stroke, neurodegenerative conditions or brain tumours.
The Neuro is known worldwide as an integrated research and clinical centre in neuroscience that has a long tradition of innovation
in seeking greater understanding of the nervous system and more effective treatments for
patients with nervous system maladies. This
new Neuro-Palliative Care Program is part of
Palliative Care McGill, established through
the vision and dedication of Dr. Balfour
Mount and now led by Dr. Bernard Lapointe,
the Eric M. Flanders Chair in Palliative
Medicine. Palliative Care McGill is an internationally recognized program that promotes
palliative care as an essential element in the
continuum of life-long clinical care, helps to
train medical professionals and researchers in
palliative care, and fosters the delivery of
palliative care services at the McGill affiliated hospitals.
The time is right for a Neuro-Palliative Care
Program as our knowledge of the nervous
system and ability to treat these diseases has
increased dramatically. Current demographic
trends also make this initiative both timely
and necessary. The societal impact of neurological disorders will rise dramatically as
baby-boomers age, as medical advances ex-

Palliative Care, improving quality
of life for patients and families.

tend life expectancy and as the burden of
neurological disease accumulates for affected
individuals. As one example, stroke is already the third largest killer in Canada and
the Heart and Stroke Foundation of Canada
projects that the incidence could increase
60% or more in the next 2 decades. Other
neurological diseases are less common, but
their impact is also increasing. Neurodegenerative diseases such as Parkinson’s disease
and amyotrophic lateral sclerosis (ALS, also
known as Lou Gehrig’s disease) affect about
100,000 Canadians and the incidence doubles
for people aged 65 to 75. Multiple sclerosis
now affects about 26,000 Canadians and
brain tumours affect another 10,000. Those
who suffer with these diseases deserve the
best, most compassionate and comprehensive
care throughout their lives.
Traditionally palliative care services were
developed for terminally ill cancer patients to
help them manage pain or other symptoms as
Continued on page 2
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they approach the end of life. About 25% of
all deaths in North America result from cancer, but patients with cancer account for more
than 90% of palliative care admissions. Individuals with neurological disease should
have specialized palliative care services as
their symptoms may differ from those of patients with cancer and it may be hard for
them to receive the necessary care in a centre
that specializes in cancer care. For example,
patients with neurological diseases might
experience cognitive and personality changes
or dementia, seizures, sensory loss, pain,
paralysis and other symptoms that may become increasingly severe and debilitating
with time. It is a challenge to both the families and the health care system to care for
these patients as their illness advances and
especially during the critical period at the end
of life when symptoms and disabilities are at
their worst and when fear and anxiety surge.
For these reasons, The Neuro-Palliative Care
Program will be established to meet the
needs of the increasing number of patients
with advanced neurological diseases. Like
any outstanding palliative care service, the
Neuro-Palliative Care Program will take an
integrated approach to managing and treating

complex disease symptoms, and to providing
assistance and support for patients and their
loved ones with end of life issues. The NeuroPalliative Care Program will also develop as a
training and teaching centre, and will become
a valuable resource centre for care providers
across Quebec and beyond.
The Neuro-Palliative Care Program is well
positioned at the Montreal Neurological Institute and Hospital, which is part of McGill
University and the McGill University Health
Centre. The Neuro complements the strengths
at McGill in conducting and applying basic
and clinical research and those at the MUHC
in delivering outstanding clinical and palliative care services. With the well-deserved
reputation in palliative care at McGill, the
diversity of palliative care approaches at the
McGill affiliated hospitals and the interest
expressed by the broad and diverse interdisciplinary medical and research community, The
Neuro is well positioned to build a superb
Neuro-Palliative Care Program that will have
a lasting and significant impact.
Elizabeth Kofron, Ph.D is Associate Director,
Corporate Affairs and Special Projects, Montreal
eurological Institute and Hospital

Palliative Care McGill: An Update
Begun in 1994 under the leadership of Dr.
Balfour Mount – the first Eric M. Flanders
Chair – Palliative Care McGill (PCM) is now
celebrating its 16th year in McGill’s Department of Oncology in the Faculty of Medicine. Comprised of clinician educators and
researchers, allied health professionals, volunteers, and support staff, PCM provides
various levels of palliative care (home care,
out-patient clinics, and in-patient care)
through a number of McGill-affiliated medical institutions: The Jewish General Hospital,
Mt. Sinai Hospital, St. Mary’s Hospital, the
Montreal General Hospital, the Royal Victoria Hospital, and the Montreal Children’s
Hospital. Recent collaboration with the

Montreal Neurological Institute will soon bear
fruit in the form of a neuro-palliative care service. Collaborations with McGill Programs in
Whole Person Care as well as the Council on
Palliative Care are an indication of PCMs
commitment to broadening the awareness of
palliative care philosophy and practices within
the university, the medical community, and
the larger society. Drawing on the expertise of
its multidisciplinary teams (nurses, social
workers, psychologists, music and art therapists, volunteers, and physicians), PCM provides courses and apprenticeship education to
undergraduate medical students and postgraduate residents; continuing medical education to health professionals; and volunteer
Continued on page 3
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training to members of the community. We also host, biennially,
the largest international congress on palliative care. The Congress will be held again this October and for
the first time in its history will feature a full day of workshops
and plenary speakers focusing on volunteerism and its role in
palliative care. (Please see announcement in this newsletter).
The program turned a new leaf in July 2009 when Dr. Bernard
Lapointe was appointed the new Eric M. Flanders Chair, a position that had been vacant since the retirement of Dr. Mount in
2004. Dr. Lapointe brings many credentials to his new position:
more than 20 years’ experience as a palliative care physician
who trained with Dr. Mount in the early 90s; ten years as director of the palliative care unit at the Jewish General Hospital; and
presidency of two key professional organizations, the Réseau
des Soins Palliatifs du Quebec and the Canadian Hospice and
Palliative Care Association. Dr. Lapointe’s experience with,
commitment to, and passion for, palliative care are key ingredients in his vision and leadership as the Flanders Chair and Director of Palliative Care McGill.
To help him in both the shaping and actualizing of his vision for
PCM, Dr. Lapointe hired Dr. Dawn Allen as his Associate
Director in October 2009. With many years’ experience as both
an educator and a researcher, Dr. Allen is well suited to her
mandate with Dr. Lapointe: to promote clinical, research, educational, and outreach collaboration amongst the many palliative
care health professionals, researchers, and volunteers who work
in six health care sites associated with McGill’s Faculty of
Medicine. With that broadly orienting goal, PCM has been very
busy since last fall.

Some of PCM’s key activities include the following:
♦ A well-attended, highly collaborative Executive Committee
retreat at which a strategic plan for PCM was drafted.
♦ The hosting of a very successful Continuing Medical Education day – organized by Dr. Anna Towers, Dr. Golda Tradounsky, and Sara Marcil-Johnson – attended by almost 90
health professionals from across Canada.
♦ A round-table discussion with Senator Sharon Carstairs and
her assistant Michelle MacDonald about the current state of
palliative and end-of-life care in Quebec, to inform the writing of the Senator’s third and final report on this topic to the
federal government.
♦ A powerful presentation by Dr. Lapointe to la Commission
sur le droit de mourir avec dignité at l’Assemblée Nationale
in Quebec City which will serve as the platform for a
longer, collaborative report to the Commission in the fall
2010.
Those events punctuate the less visible, ongoing work of the
many dedicated professionals who make up PCM:
(a) preparation for the International Congress on Palliative
Care to be held at the Palais du Congrés October 4-8, 2010, (b)
undergraduate and post-graduate teaching,
(c) volunteer training, and (d) palliative care research touching
on quality of life, quality of care, bereavement, nutrition, lymphoedema and pain management.
Our current work on the development of a stronger website presence for PCM will soon provide members of our PCM community and the larger public with a virtual meeting place for keeping abreast of our activities and accessing valuable resources.

On Euthanasia…

“The difference between what I do and
euthanasia is that palliative care does
whatever is necessary to
alleviate the suffering while euthanasia is
focused on eliminating the sufferer.”
Ira Byock, MD
Palliative Care Physician
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Events & Happenings!..
Annual Sandra Goldberg Lecture—May 4, 2010
This year’s Annual Sandra Goldberg Lecture will be held on
Tuesday, May 4th, in Pollack Hall at McGill University.
The speaker will be Dr. Kathleen Foley who will speak on
“Palliative Care: Shedding Light on Euthanasia.”
Dr. Foley is a world renowned neurologist. She is Professor of
Neurology, Neuroscience and Clinical Pharmacology at Weill
Medical College of Cornell University, Attending Neurologist in
the Pain and Palliative Care Service at Memorial Sloan-Kettering
and Medical Director of the International Palliative Care Initiative Network Public Health Program at the Open Society Institute.
Dr. Foley's areas of expertise include the assessment and treatment of pain in cancer patients, as well as on developing policies
for pain and palliative care worldwide.
Workshops
2009 R. David Bourke Memorial Lecture
Each year the Council sponsors this event to honour the memory
of David Bourke who was a founding Chairman of the Council
on Palliative Care.
This year’s topic was “End of Life Decisions – Yours to make,
Medical Directives and Living Wills”. Our speaker was Dr.
Eugene Bereza, a clinical ethicist at the MUHC, and the CSSS
de la Montagne.
In his clear and eloquent presentation, Dr. Bereza discussed the
difference between Living Wills, which are not legally binding
in Quebec, and a Mandate, which is a legal document drawn up
by a notary that describes who will manage your affairs
(personal and financial) and what decisions you would like made
if you become unable to make decisions.
If a mandate has not been drawn up, consent for end-of-life care
is the responsibility of the spouse or a close relative.
He noted that there has been a “phenomenal” shift in the last 30
years - in the 1980’s physicians focused on keeping patients
alive; in the early 2000’s families often insisted that physicians
keep their loved ones alive; today, the medical team supports the
desires of the patient, but often finds that families are divided in
the measures to be taken.
The challenge with this sensitive topic is that decisions must
often be made in a time of crisis for the family. Families who
have difficulty communicating at the best of times are faced with
extremely stressful issues and decisions and family dynamics
often create extra pressure and stress. Dr. Bereza’s most important message was the absolute need for family members to talk
and discuss end-of-life choices, wants and desires BEFORE anyone is in crisis.
Autumn Workshops in Montreal
The worries around H1N1 certainly curtailed a lot of community

events in Montreal this past autumn. The Council on Palliative
Care decided to go ahead with its planned workshops, in October and November 2009, under the theme -- "Changing Lanes",
Transition in a Life Threatening Illness. Although we knew that
there might be fewer people attending, the challenges of living
with and caring for someone with a life threatening illness were
still there and the information was still needed by the caregivers
-- H1N1 or not.
Three amazing workshops were moderated by three members of
the Council and this allowed eleven other professionals who
work in the field of palliative care to share their vast knowledge
to those attending and answer their questions. The titles of the
workshops were "Medical Factors Affecting the Transitions",
moderated by Sue Britton, RN; "Patient and Family Factors
Affecting the Transitions", moderated by Zelda Frietas, SW and
"Systems Factors Affecting the Transitions", moderated by Joan
Foster, BN.
The workshops were held at Mount Sinai Hospital on Cavendish Boulevard – always such inviting and gracious hosts.
People who attended one, two or all three workshops heard
from nurses, physiotherapists, social workers and occupational
therapists working in government, philanthropic and the private
sectors.
The Council wants to thank Angela Ciambella – Physiotherapist, PALV (Programs for Persons with Loss of Autonomy),
CSSS Cavendish, Patrick Durivage – Psychosocial Practitioner, PALV, CSSS Cavendish, Trish Felgar – Social Worker,
Equinoxe Lifecare Solutions Inc., Joanne Jones – Palliative
Care Educational Trainer, Equinoxe Lifecare Solutions Inc.,
Manon Labine – Nurse Clinician, Santa Cabrini Hospital Palliative Care Unit, Barbara Mancini – Occupational Therapist,
PALV, CSSS Cavendish, Belle Maclan – Nurse Clinician,
Home Care Program, Mount Sinai Hospital Palliative Care,
Christine Prchal – Oncology Pivot Nurse, Jewish General
Hospital, Tina Racine – Social Worker, PALV, CSSS Cavendish, Gail Van der Walde – Sales and Marketing, Equinoxe
Lifecare Soluntions Inc. and Francine Venne – Palliative Care
Consultation Nurse, Jewish General Hospital – for the time and
talent they donated to this amazing series.
The Council holds free workshops regularly in the Montreal
area for all working in, or living with cancer and other life
threatening illnesses. For more information please call or email
us at 514-499-0345 / fmpa202@aol.com.
We would like to thank the doctors, nurses and other health
professionals who donate their time and allow us to offer
these workshops free of charge.

.B.: If requested, the money from the sale of clothes given to Sharyn Scott will be donated to the Council
on Palliative Care
Sharyn Scott (consignment by appointment)
4925 Sherbooke Street W., Westmount. Tel.: 514-484-6507
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Palliative Care
Care that aims to relieve suffering and improve the quality of living and dying.
What is Palliative Care?
Palliative Care is both a philosophy of care and a combination of therapies intended to enhance quality of
life of persons living with a life-threatening illness. Palliative Care provides whole person care by striving
to meet the physical, psychological, social and spiritual needs.
The goal is to help people live comfortably and to provide the best possible quality of life for patients* and
their families.
Care is delivered through the collaborative efforts of an interdisciplinary team including the individual, the
family and others involved in the provision of care. Where possible, palliative care should be available in
the setting of personal choice.
When is the right time for palliative care?
Palliative Care helps through all stages of illness. It is best introduced early in the disease trajectory, and is
provided at the same time as curative treatments.
What can we expect from palliative care?
•

•
•

Relief from distressing symptoms such as pain, shortness of breath, fatigue, constipation, nausea, loss
of appetite and difficulty sleeping.
Improved ability to tolerate medical treatments.
Better understanding of your condition and your choices for medical care.

* The term patient, as opposed to client, is used in recognition of the individual’s potential vulnerability at any time during the
disease trajectory.
The word ‘patient’ derives from the Latin patiens: to suffer, to undergo, to bear.
The patient is a contributing member of the care team.
(Source: Palliative Care McGill Standards)

THAK YOU TO OUR SPOSORS I 2009
The Goodman Family Foundation
The Zeller Family Foundation
RBC Capital Markets

The Council on Palliative Care
3495 Avenue du Musée, #202, Montreal, QC, H3G 2C8
Tel.: 514-499-0345 / Fax: 514-845-1732 / Email: fmpa202@aol.com
Web site: www.council-on-palliative-care.org

