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rom its origins in the 1960s, palliative care has served peo-

ple with “obvious” life-threatening illnesses, such as meta-

static cancer and amyotrophic lateral sclerosis. There is an
increasing awareness of the benefits of palliative care for those
with chronic illnesses (e.g., chronic obstructive pulmonary dis-
ease! and renal failure?), which includes patients with uncertain
prognoses (e.g., patients on a liver transplant list®). The authors of
the linked article* explore the relevance of palliative care after an
acute life-altering and -threatening event such as a serious stroke.

Kendall and colleagues describe, both quantitatively and
qualitatively, the palliative needs of patients with total anterior
circulation stroke and their families. They reported that patients
with stroke had 60% mortality at six months, low self-rated qual-
ity of life, caregiver strain, and substantial grief and distress of
living with a new physical reality.*

Patients go through three phases after a stroke: sudden ill-
ness and acute hospital admission, rehabilitation and transition
to community, and living with major stroke in the community.
Kendall and colleagues* also reported that physicians struggled
in each phase to support these patients and their families in
“hoping for the best and preparing for the worst.” Their findings*
suggest that many clinicians do not recognize a palliative care
approach® as a useful added layer of support after stroke and are
not readily delivering this support by screening for and managing
patient and family/caregiver distress across multiple domains
(i.e., physical, social, psychological, spiritual and existential). The
authors of the linked article make important recommendations
to enhance generalist skills in the provision of palliative care
after stroke that could be applied readily to other acute life-
threatening events; however, they also question whether the
term “palliative” is unhelpful as the label for this form of care.

The World Health Organization defines palliative care as “... an
approach that improves the quality of life of patients — young and
old — and their families who are facing the challenges associated
with life-threatening illness. This is achieved through the preven-
tion and relief of suffering, by means of early identification, assess-
ment and treatment of pain and other physical, psychosocial and
spiritual distress” (www.who.int/ncds/management/palliative-care
/en/). Although this definition is life affirming, for many patients,
caregivers® and clinicians,” the term palliative care is synonymous
with death. For others, particularly those patients who have

KEY POINTS

® A palliative care approach includes preventing, screening for
and relieving pain and distress associated with the challenges of
living with a life-threatening illness.

® This approach can be applied to all life-threatening illnesses,
acute and chronic.

® Physicians should consider specialist services in palliative care
as an added layer of support for patients and their families that
can be provided concurrently with disease-modifying treatment.

received palliative care, early identification, assessment and treat-
ment of pain and other physical, psychosocial and spiritual distress
feels like “good medicine.”

Some have suggested that “supportive care,” would be a less
frightening term for this attentive, holistic approach for patients
living with a serious illness. But what is in a name? Might that rose
that we call palliative care by any other name still smell of death?

There is something essential in the good medicine of pallia-
tive care. By acknowledging that medicine cannot cure all ills,
death cannot be endlessly deferred and patients have priorities
beyond just living longer, the palliative care approach creates a
therapeutic space for expression of hope and of despair, of a
wish to prolong life, a wish for good quality of living and, at
times, a wish for death to occur. Those skilled in providing a pallia-
tive care approach are comfortable with the messy ambivalence, the
full swirling spectrum of emotions, logic, physiology and existential
uncertainties that accompany those living with a life-threatening
illness and anticipating death.

The Center to Advance Palliative Care in the US seeks to nor-
malize specialist palliative care as a part of treating serious illness
and to explain that through teamwork, palliative care physicians,
nurses, social workers and others “... work together with a
patient’s other doctors to provide an extra layer of support.”
(www.capc.org/about/palliative-care). The centre holds that palli-
ative care is appropriate at any age and stage in a serious illness,
and can be provided along with curative treatment — without
changing the name. Accumulating evidence® and guidelines!®*2
developed from that evidence suggest that specialist palliative
care provided concurrently with disease-modifying treatments
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may confer a benefit to quality of life, without shortening length of
life, and may alter use of health resources (e.g., less time in acute
care, more time living at home).

In 2016, the Royal College of Physicians and Surgeons of Canada
recognized palliative medicine as a subspecialty, and the College of
Family Physicians of Canada approved a Certificate of Added Compe-
tence in Palliative Care. This change is not meant to take away from
the role and abilities that all clinicians have for addressing the distress
of patients and families coping with life-threatening illness. It recog-
nizes that specialists in palliative care can support colleagues who
manage patients needing complex care; educate health care provid-
ers to enhance communication and symptom management compe-
tencies; and, through research, determine affordable models of ser-
vice delivery and community engagement to achieve sustained
quality of living despite serious illness at the population level.

In the linked research by Kendall and colleagues,* a family mem-
ber who felt abandoned by the label palliative is quoted as saying,
“One of the staff said ‘He’s not going to need a wheelchair because
he’s obviously now palliative care,” which | found very upsetting, that
you go from being a priority to being an inconvenience.” This is dis-
tressing. Pallium Canada (www.pallium.ca), with funding from the
federal government, is seeking to educate all care providers to recog-
nize that patients living with life-limiting illnesses are not of them-
selves palliative. Palliative is not an adjective for a person. Rather,
some patients have needs that can be met by applying a palliative
approach, including a high priority on feeling valued and remaining
connected to their community. Also, clinicians should not use pallia-
tive care to define a period of life before death. Those who live and die
without prevention and relief of suffering — by means of early identifi-
cation, assessment and treatment of pain and other physical, psycho-
social and spiritual distress — have not received palliative care. They
have simply died while receiving questionable quality of care.

The challenging questions for physicians and other health
care providers should not be, “What shall we call it?” or “Who
should receive palliative care?”; the questions for each patient
who is facing the challenges associated with life-threatening ill-
ness should be, “Am | providing the palliative care support my
patient needs?” and “Is there access to sufficient specialist palli-
ative care resources in my community if needed?”.
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