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“You matter because you are you.
You matter up to the last moment of your life,
and we will do all we can,
not only to help you die peacefully,
but also to live until you die.”
Dr. Cicely Saunders
(pioneer of the modern Hospice movement)

Palliative Care for Children
By: Dr. Stephen Liben

Children should not have to die. But
wishing does not change the reality
that despite everyone’s best efforts to
avert what is always a traumatic loss,
nevertheless some children die. Although we recognize the need for palliative care for adults, what can we
say about palliative care for children?
Specialized palliative care for children differs from adult palliative care
in several important ways. Although
fewer numbers of children die compared to 100 years ago, it is still an
unfortunate reality that some do die.
In the 180 bed pediatric hospital
where I work, over 100 children die
per year. The question often arises,
what can medicine offer dying children and their families in the face of
one of life’s greatest losses? Families
have told us that they want a range of
options on how to care for their dying
child. Care in hospital, care in specialized hospices, and care at home
are all possibilities in some centers.
Research has demonstrated that bereaved siblings cope better when they

are more involved in caring for their
dying bothers and sisters. Parents
may feel less guilt and more of a
sense of having done “all they could”
for their child when they are supported in their desire to provide endof-life care for their child at home.
After the death of a child we now
know that there is no definable
“acceptable” time span for bereavement. Bereavement is a process that
evolves over time in different ways
for each parent. Instead of asking, “Is
there anything we can still do for
children when cure is no longer possible?” we should ask “Are we sure
that we have offered these children
and families everything possible to
improve their quality of life?”

feel the need to protect by avoiding the
subject. Children with life-limiting illness often know what is happening to
them. By refusing to acknowledge the
child’s intrinsic understanding of what
they are going through, we are remiss
in allowing them to express their fears
and work through their own developmentally appropriate issues.

Children who require palliative care
suffer from a wide variety of often-rare
illnesses in addition to cancer, that is
more commonly seen in adult palliative care. For many of these illnesses
the time course is unpredictable and
children may need to be followed for
many years and may need intensive
and expensive support and rehabilitative services (e.g. specialized seatYears of research have removed any ing/wheelchairs).
doubt that young children are aware
of their own mortality. For even very Finally, are parents ever able to accept
young dying children, the question is palliative care for their children, or will
not whether they understand their they always opt to “fight to the bitter
own impending death, but rather, end?” Once again, the way the queswith whom are they comfortable tion is posed determines the type of
talking about it and whom do they Continued on Page 3
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McGill Programs in Whole Person Care
In her efforts to develop a system of
whole person end-of-life care, Dame
Cicely Saunders was a catalyst for
change around the world. Indeed, she
raised questions about the medical mandate that go beyond the management of
patients with terminal disease. By showing that patients can die healed she reminded us of the distinction between
healing* and curing and raised questions about the nature of the needs experienced by all patients.
For example, what do patients with
chronic renal failure need from their
doctor? Does the medical mandate extend beyond investigating, diagnosing,
and treating disease? Is care sufficient if
it offers medications to control symptoms and complications, and dialyses
that ensure adequate clearance of urea?
Are existential needs relevant to health
care? What about such issues as how the
individual re-evaluates himself and his
worth as a person with a chronic disease?
As Michael Kearney points out, healing
is not a new concern to medical practitioners. Kearney makes a distinction
between the cure oriented Hippocratic
tradition and Asklepian medicine, an
approach that in the Greek tradition was
a companion of Hippocratic practice
and focused on methods for helping patients cope with being ill by accessing
their own inner resources and by making sense of their experience. If disease
is the biomedical entity that physicians
identify as the cause of the patient’s
problems, e.g. diabetes, hypertension,
renal failure and so on, and illness is the
individual’s experience of being unwell,
then Hippocratic medicine treats disease

and Asklepian medicine addresses illness.
Both are important and inextricably
linked. We need to do both well in order
to treat our patients' disease and relieve
their suffering. It is the intimate relationship of curing and healing that makes the
environment at a medical school such as
McGill crucial to the promotion of healing and whole-person care in a modern
biomedical context.
Learning more about healing and how to
implement it within the context of sophisticated 21st century biomedicine is the
goal of the McGill Programs in Whole
Person Care. The Programs explore the
nature of healing, document its fundamental significance in healthcare and develop multidisciplinary undergraduate
and graduate teaching programs, as well
as clinical initiatives, aimed at integrating
these concepts into modern health care.
Another part of our mandate is to contribute to education related to healing within
the University, the wider academic community, and the general public. To that
end we hold a monthly seminar series, as
well as a film series which provides a
forum for the general public to meet with
the McGill medical community to view
and discuss films that will encourage
viewers to explore the meaning of healing and “wellness” in daily life.
McGill Programs in Whole Person Care
were founded in 1999 by Dr. Balfour
Mount. In September 2004 Dr. Tom
Hutchinson assumed the position of Director of the Programs. Dr. Hutchinson
has a background in nephrology, clinical
epidemiology, palliative medicine and
family therapy. He is a palliative care
physician at the Montreal General
Continued on page 6
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David Bourke Memorial Concert —The Healing Power of Music
By Dr. Martin Chasen

Since the beginning of recorded history, music has
played a significant role in the healing of our world.
Music and healing were communal activities that were
natural to everyone. In ancient Greece, Apollo was both
the god of music and medicine. Ancient Greeks said,
"Music is an art imbued with power to penetrate into
the very depths of the soul." With this thought as a basis, a very enjoyable evening was organized by The
Council on Palliative Care entitled “The Healing Power
of Music”.
It was held at the beautiful new music building of the
Schulich School of Music of McGill University and was
very well attended. Among those in attendance were
many friends of the late David Bourke in whose memory this evening was held.
David was an architect and he loved music. His contributions to McGill University were significant: he
served as Director of Development and Communications, Director of University Relations, President of the
Faculty Club, Director of the Redpath Museum and was
also Secretary General of the University. Along with
Kappy Flanders, they established the Council on Palliative Care whose credo is to alleviate suffering, both
physical and spiritual.
The panelists of the evening included:
Dr. Bernard Shapiro, Principal and Vice-Chancellor
emeritus of McGill University

•

•
•
•

Professor Don McLean, Dean of the Schulich
School of Music of McGill
Dr. Martin Chasen, an oncologist/palliative care
physician, and,
Ms. Ida Haendel, an internationally renowned violinist who has been described as the Grande Dame
of the Violin.

As an introduction, Ms. Haendel played the Chaconne
in D minor by J.S. Bach, the final movement from the
Second Partita for Solo Violin, which has been her signature piece. Ms Haedel, who was born in Poland and
raised in England, is passionate about bringing relief to
patients who are suffering and volunteered to do whatever was possible to achieve this goal.
Following this rendition a meaningful discussion followed wherein memories that had been awakened by
various pieces of music were shared. The therapeutic
value of music, and the objectivity that it allows patients with terminal illness to experience, were mentioned. Dr. Shapiro related a beautiful personal story of
his own late wife, Phyllis who had received music therapy in the terminal phase of her illness.
More specific details of the mood, nuances and intricacies of the Bach excerpt were elaborated on by Dean
McLean. Dr. Chasen spoke of the benefits of music
which scientific studies have shown have a positive
effect on the immune system of people. He also quoted
Continued on Page 6
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Palliative Care for Children
(Continued from page 1)
response. The question might best be rephrased as “Do parents (and children) want to have the option of continuing
with some curative therapies while simultaneously taking an active approach to controlling symptoms? Do they want
a treatment plan that anticipates complications, and do they wish to make their decisions for care based on realistic
probabilities that take into account effects on their quality of life?” If we listen to the affected children and families
what we hear most often is that they want a range of options as their needs change throughout the illness.
Ultimately palliative care for children, like that for adults, is all about living and making the most of life for however
long. Palliative care for children needs to exist because of the fact that significant numbers of children still die. As
long as medicine cannot always cure, we must ensure that we offer no less palliative care to children than we have
come to expect for adults.
Dr. Stephen Liben is the Director of the Palliative Care Program at the Montreal Children’s Hospital.
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Dame Cicely Saunders
June 22, 1918 - July 14, 2005
Dame Cicely Saunders died in England on July 14, 2005. Her obituary in The Times read, “Visionary
founder of the modern hospice movement who set the highest standards in care for the dying. Dame Cicely
Saunders earned gratitude, admiration and international renown for helping to alleviate the suffering of
terminally ill people”.1
Dr. Saunders founded St. Christopher’s Hospice in 1967. It was a place where patients could go for relief
of “total pain” in all its physical, psychological, social and spiritual dimensions. St. Christopher’s was the
first academic hospice and through its education and research mission, Dame Cicely Saunders is credited
with founding the modern hospice movement. Her contributions were recognized by the Queen who made
her a Dame of the British Empire and also presented her with the Order of Merit.2
“There is little doubt that when Cicely Saunders first used the term ‘total pain’ in the early 1960’s, she was
in the process of bequeathing to medicine and health care a concept of enduring clinical and conceptual
interest. Certainly, it emerged from her unique experience as nurse, social worker, and physician – the remarkable multidisciplinary platform from which she launched the hospice movement.”3
As Dr. Balfour Mount wrote in an article for the Journal of Palliative Care, “Cicely’s selected letters
(1959-1999) provide insight into the multifaceted reasons for her global impact on health care. Well in excess of 8,000 hospice/palliative care programs in 100 countries have been established in the wake of
Cicely’s pioneering work at St. Christopher’s. Her legendary determination and vision, her warmth and
enthusiasm, confident humility, unwavering faith, sense of humour, curiosity, and attention to detail coloured every project she tackled. He bulldog leadership and penchant for candid expression of her opinions,
whatever the circumstances, have produced countless memorable moments.”4

1. The Times. July 15, 2005. www.timesonline.co.uk
2. ww.stchristophers.org.uk
3. Clark, D. Total Pain: The Work of Cicely Saunders and the Hospice Movement.
American Pain Society (APS) Bulletin, 2000 (10). www.ampainsoc.org/pub/bulletin/jul00/hist1.htm
4. Mount, B.M. Snapshots of Cicely: Reflections at the End of an Era. Journal of Palliative3 Care 21:3/200s; 133135

The cry of loss may not expect or want an answer but only a silent listening.

— Cicely Saunders
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Happenings!..
Workshops
The Council organizes workshops at many different locations. These workshops are offered to caregivers,
healthcare professionals and the general public at no
charge. The last series of workshops was held at the
Temple Emanu-El-Beth Sholom and consisted of 3 films
followed by discussion:
Tuesday, March 21st – 6:00 p.m.
“Mr. Megler’s Gift” introduced by Dawn Cruchet,
Grief Educator
Tuesday, March 28th – 6:00 p.m.
“Laugh Your Way to Health” introduced by Sue Britton, Psychotherapist, Yoga Teacher
Tuesday, April 4th – 6:00 p.m.
“Give Me Your Hands” introduced by Joan Foster,
CLSC Homecare Nurse
Annual Sandra Goldberg Memorial Lecture
During Palliative Care Week, which takes place in May
each year, the Council sponsors the Annual Sandra
Goldberg Memorial Lecture. This lecture is a part of
the Council’s series, Lessons In Living From the Dying.
This year’s lecture will take place on Monday, May 1,
2006 at 5:30 p.m. at the Palmer Howard Amphitheatre at
the McIntyre Medical Building, McGill University. The
guest speaker will be Dr. Gerri Frager. Dr. Frager is Associate Professor in the Department of Pediatrics at Dalhousie University and Medical Director of the Pediatric
Palliative Care Service at IWK Health Center in Halifax,
Nova Scotia. The title of her lecture will be Lessons in
Living from the Dying: Critical Communication in the
Care of Children.

There will be three speakers during lunch, followed by
round-table discussion groups and ending with a question and answer period.
Kid’s Corner
During the past few years, we have seen an increase in
the number of children coming to visit relatives on the
palliative care units in our McGill affiliated institutions.
There is a need to have a ‘kid’s corner’ in the Family
Room, if possible, on each of the Units — a place
where they can sit and read, draw, do a puzzle or play a
game.
Responding to this need the Council has provided activities and ‘distraction bags’ - bags with a stuffed toy
and a travel size game to various hospitals as well as the
West Island Palliative Care Residence.
Hike for Hospice
Last year May, the Council again sponsored the Hike
for Hospice Palliative Care. The Hike is held in many
cities across Canada annually to raise awareness of palliative care.
In spite of the cold weather, it was a wonderful event.
There were approximately 100 ‘Hikers’ and the event
raised approximately $24,000 — nearly double the
amount from the previous year!
Proceeds from the Hike were divided between The
Council, for the Kid’s Corners and The Lighthouse,
Children and Families, to contribute to the building and
operation of Quebec’s first respite home and pediatric
palliative care facility.
For images of Hike for Hospice 2005, see page7.
(Hike for Hospice will not be held in Quebec in 2006
but hopefully we’ll see you in 2007.)
Resource Folder

th

16 International Congress on Care of the
Terminally Ill
The International Congress on Care of the Terminally Ill
is held biennially in Montreal. The next Congress will be
held from September 26-29, 2006 at the Palais de Congrès.
The Council on Palliative Care will be sponsoring a halfday on Volunteers called, Volunteers: Amateur Professionals or Professional Amateurs, on Wednesday, September 27th from 12:00-3:30.

The Council has put together a Resource Folder relevant to Palliative Care in the Greater Montreal area. The
folder has been distributed to organizations and institutions to be given to caregivers and families of terminally ill patients. It includes a bilingual CD of the book,
“Caring For Loved Ones At Home”, a ‘suggested reading’ list, and a Government of Quebec publication
“What to do in the Event of Death.”
If you are interested in having a folder or the CD, please
call the Council.
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The Healing Power of Music
(Continued from page 3)
an ancient story which illustrated the altruistic effect music may have on people. "When a man is singing and cannot
lift his voice and another comes and sings with him, another who can lift his voice too. That is the secret of the bond
between spirit and spirit." 1
Audience participation added to the enjoyment of the discussion. The evening ended with a social function organized
by the Council. May we have many more such evenings together!
Dr. Martin Chasen is a Medical Oncologist and Palliative Care Physician and is an Assistant Professor in the Departments of Medicine and Oncology at McGill.
1. From Rabbi Pinchas of Koretz

Dr. Balfour Mount Retires
Dr. Balfour Mount retired on February 28, 2006. Dr.
Mount, was the Founding Director of the Royal Victoria Hospital Palliative Care Service in 1975 the first of
its kind in Canada. In addition to research and teaching
programs, this pioneering initiative in care of the dying
included a Home Care Service; a Consultation Program
to the acute care wards at the Royal
Victoria Hospital, one of the McGill teaching hospitals;
a geographically separate ward, the Palliative Care
Unit; and a Bereavement Follow-up Program. ‘The
RVH Manual on Palliative /Hospice Care,’ published
in 1982, became a guide book for program development internationally.

His research interests include issues relating to quality of life and
whole person care.
Since 1976 he has been Chairperson of McGill’s biennial International Congresses on Care of the
Terminally Ill.

Dr. Mount is a member of the
Order of Canada, an Officer of the
Order of Quebec and recipient of the American Academy
of Hospice and Palliative Medicine ‘Lifetime Achievement
Award’, as well as the Canadian Palliative Care AssociaIn 1991 Dr. Mount was the Founding Director of the tion ‘2000 Award of Excellence’.
Palliative Care Division of the Department of Oncology
at McGill and in 1999 he initiated The McGill Pro- Our sincere thanks and heartfelt gratitude to you Bal and
grams in Integrated Whole Person Care. In 1994 he much luck in all your future endeavours!
was named to McGill University’s newly created Eric
M. Flanders Chair in Palliative Medicine.

Whole Person Care
(Continued from page 2)
Hospital. The Program offices are located on the third floor of the Gerald Bronfman Building and include space for
the administrative and research staff. They are also used for weekly meditation sessions with a small group of medical students.
For more information about the Programs, consult our website: www.mcgill.ca/wholepersoncare or telephone 3982298.
*

What is healing? In illness and in health, we all experience a quality of life continuum that extends from suffering to an experience of integrity and wholeness that transcends suffering. Saunders coined the term ‘Total
Pain’ to indicate that our suffering depends on determinants in all domains of experience – physical, psychosocial and existential or spiritual. Healing constitutes a response shift away from suffering, toward an experience
of equanimity and wholeness.
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Hike for Hospice 2005 — Images of a super day!
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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 combination of therapies intended to enhance quality of
life of persons living with 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,
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 on 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)

“Before we try assisted suicide, Mrs. Rose, let’s give the aspirin a chance.”

