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By JANE LANGILLERIGHTS
OF

PASSAGE   
     INTEGRATING PALLIATIVE CARE 

P!""#!$#%& '!(& #) C!)!*! has traditionally been  
o"ered only in the last weeks or months of life, when 
curative treatments are no longer possible. Care then  
shifts to keeping patients comfortable.  

#is model is ine"ective. Only 16 to 30 per cent of 
Canadians have access to or receive hospice palliative and 
end-of-life care services. As well, in a system where funding 
for hospitals and physicians comes from medicare but most 
of the provinces and territories fund home care, moving 
patients between settings of care as their health needs 
change can create logistical or communication problems 
that can lead to additional hospitalizations. “People don’t 
necessarily get the best care, and often they get more 
extensive and therefore more expensive care than they 
actually need,” says Sharon Baxter, executive director of the 
Canadian Hospice Palliative Care Association (CHPCA).

In fact, only about 15 per cent of dying Canadians 
require the complex services that are provided in 
specialized units. Baxter explains that most needs can  
be met by integrating a palliative approach into the care 
patients are already receiving. In this approach, patients 
have access to palliative care earlier in their diagnosis  
and are cared for in the setting (if possible) where they 
currently reside, such as their home, a long-term care 
facility or a community hospital. Services are delivered  
in all areas — urban, rural and remote.

#e integrated approach to care is patient centred. In 
addition to pain and symptom management, it includes 

A new approach will help  
more Canadians with  

life-limiting diseases live well

The photos, of real people sharing their end-of-life experiences, are 
an integral component of the Living Lessons campaign. The goal of 
this national initiative, a partnership between the GlaxoSmithKline 

Foundation and the Canadian Hospice Palliative Care Association, is 
to raise awareness about the hospice palliative care resources and 
expertise that are — or should be — available in our communities. 

Photos: Roger LeMoyne
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open communication between 
caregivers and patients and their 
families about the illness trajectory 
and advance care planning, and 
psychosocial and spiritual support for 
both patients and family members.  
It focuses on providing care and 
enhancing quality of life throughout 
the illness.

“In an integrated palliative 
approach to care, a person is assessed 
and then receives di!erent services of 
care as needed,” says Baxter. “"e 
primary care team is educated about 
the palliative approach and works 
closely with other health professionals 

“Hospice palliative care 
is aimed at relieving 
suffering and improving 
the quality of life for 
persons who are living 
with, or dying from, 
advanced illness or are 
bereaved”   

– CHPCA website

to provide seamless transitions  
for patients when they have to move 
from one setting of care to another.”

THE DEMAND FOR INTEGRATION
CHPCA estimates that demand for 

hospice palliative care services will 
continue to increase over the coming 
decades. One reason is the growing 
number of seniors. Currently repre-
senting about 14 per cent of the 
Canadian population, this group is 
projected to account for about  
25 per cent by 2036 — an estimated 
10.4 million people. “Even now, we 
don’t have enough dedicated pallia-

tive care units or sta! in place to be 
able to care for every patient who is 
dying,” says Judy Simpson, president 
of the Canadian Hospice Palliative 
Care (CHPC) Nurses Group, a sub-
group of CHPCA. 

People are also living longer and 
are more likely to live with chronic 
diseases. By 2025, two-thirds of 
Canadians who die will have had two 
or more chronic illnesses and will 
have lived for months or years in a 
frail state of health. In the current 
system, where patients often are 
eligible to receive palliative care 
services only within a de#ned period 
of time before death is expected 
(typically six months), those who 
have complex health issues might 
suddenly deteriorate and die without 
ever receiving this support.

"ere is also the fact that it is 
di$cult to predict time of death, even 
for those who are terminally ill. A 
study led by two researchers at the 
University of Chicago Medical Center 
asked 343 doctors to provide survival 
estimates for 468 terminally ill 
patients in outpatient hospice 
programs in Chicago. A comparison  
of the doctors’ predictions with  
actual survival times revealed that  
63 per cent had overestimated 



survival time and 17 per cent had 
underestimated it. !e researchers 
also found that the better the doctors 
knew their patients, the less accurate 
the predictions were.

THE CASE FOR INTEGRATION
Both research and anecdotal 

evidence show that when people 
receive palliative care services, they 
report fewer symptoms of their illness, 
a better quality of life and a greater 
level of satisfaction with their care. 

A 2010 study at Massachusetts 
General Hospital in Boston involving 
107 patients newly diagnosed with 
metastatic non-small-cell lung cancer 
found that those who received 
palliative care together with standard 
oncological care early on had a 
signi"cantly higher quality of life  
and fewer symptoms of depression 

than those who received only 
standard oncological care. In addition, 
the median survival rate was almost 
three months longer for the group 
that received early palliative care.

Currently, almost 70 per cent  
of Canadian deaths take place in 
hospital, despite the fact that most 
people say they would prefer to die  
at home. An integrated palliative 
approach focuses on helping people 
receive care in the setting of their 
choice. After her terminal diagnosis, 
Kath Murray’s mother expressed her 
wish to die at home and made it clear 
she wanted no surgery or further 
tests. “She wanted her pain managed 
and was very grateful to those of us 
on her pain management team — her 
kids, her family doctor and the home 
care nurse — for supporting that 
goal,” says Murray, who is the director 

Hope 
The underwater garden in this 
kOHFSQBJOUJOH�TJHOBMMFE�UIF�
CFHJOOJOH�PG�IPQF�BOE�UIF�
SFDPHOJUJPO�PG�UIF�XPNBO�T�
KPVSOFZ�PG�TFMG�IFBMJOH�UISPVHI�BSU�
GPMMPXJOH�B�MPTT��

Fading Memories  
5IJT�TJML�QBJOUJOH�XBT�DSFBUFE�CZ�
BO�FMEFSMZ�QBUJFOU�XJUI�"M[IFJNFS�T��
She had struggled to remember 
how to use a paintbrush and paint 
CVU�GPVOE�QFBDF�JO�UIF�QSPDFTT�PG�
working with water and silk.  

When people receive 
palliative care services, 
they report fewer 
symptoms of their 
illness, a better quality 
of life and a greater 
level of satisfaction 
with their care   

These images were 
created by clients in 

Doane House Hospice’s 
art therapy programs. 

The hospice, located 
in Newmarket, Ont., 

provides bereavement 
support and non-medical 

support for those 
affected by or caring 

for someone with a life-
threatening illness. 

T
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Canadian Virtual Hospice. -BVODIFE�CZ�B�UFBN�PG�
$BOBEJBO�QBMMJBUJWF�DBSF�TQFDJBMJTUT�JO������UIJT�
XFCTJUF�PGGFST�B�XFBMUI�PG�VQ�UP�EBUF�FWJEFODF�CBTFE�
SFTPVSDFT�BOE�UPPMT�BCPVU�QBMMJBUJWF�DBSF�GPS�IFBMUI�
DBSF�QSPWJEFST�QBUJFOUT�BOE�GBNJMJFT��4JUF�WJTJUPST�DBO�
SFBE�NBUFSJBMT�POMJOF�XBUDI�FEVDBUJPOBM�WJEFPT�PS�
listen to audio clips. Nurses are welcome to download 
BOE�QSJOU�PVU�NBUFSJBMT�UP�HJWF�UP�QBUJFOUT�BOE�
GBNJMJFT�XIP�EP�OPU�IBWF�*OUFSOFU�BDDFTT�

"TL�B�1SPGFTTJPOBM�B�TJHOBUVSF�UPPM�PG�UIF�TJUF� 
BMMPXT�QSPWJEFST�QBUJFOUT�BOE�GBNJMZ�NFNCFST�UP�
BTL�B�UFBN�PG�QBMMJBUJWF�DBSF�FYQFSUT�DPOkEFOUJBM�
RVFTUJPOT�BCPVU�UFSNJOBM�JMMOFTT�FOE�PG�MJGF�DBSF�MPTT�
BOE�HSJFG��#SFOEB�)FBSTPO�POF�PG�GPVS�DMJOJDBM�OVSTF�
specialists on the team, explains that, to date, the 
JOUFSEJTDJQMJOBSZ�UFBN�IBT�XSJUUFO�PWFS����FWJEFODF�
based articles that address, in plain language, the 
NPTU�DPNNPO�DPODFSOT�PG�QBUJFOUT�BOE�GBNJMJFT�� 
g5IF�NPTU�EPXOMPBEFE�BSUJDMF�JT�A8IFO�%FBUI�JT�
/FBS�u�TBZT�)FBSTPO��g*�TIBSF�JU�XJUI�GBNJMJFT�JO�NZ�
EBZ�UP�EBZ�DMJOJDBM�QSBDUJDF�BOE�UIFZ�TBZ�JU�IFMQT�
UIFN�VOEFSTUBOE�XIBU�IBQQFOT�OFBS�UIF�FOE�PG�MJGF�
BOE�XIBU�UP�FYQFDU�GSPN�RVBMJUZ�DBSF�u

%JGkDVMU�1BUIXBZT 
5IF�ZPVOH�BSUJTU�NJYFE�DPBSTF�
pumice gel into the paint, which 
hardened into rough lines that 
represent the roadblocks and 
DIBOHFT�TIF�GBDFE�BGUFS�IFS�DBODFS�
diagnosis. 

5IF�$BODFS�'BNJMZ� 
#FGPSF�IJT�GBUIFS�EJFE�UIF�
UFFO�FYQSFTTFE�IJT�BOYJFUZ�JO�
UIJT�EFQJDUJPO�PG�B�TUSPOH�ZFU�
EJWJEFE�GBNJMZ��'FBST�UIBU�IJT�
EBE�XPVME�CF�GPSHPUUFO�CZ�
PUIFST�BOE�B�OFFE�GPS�PQFO�
discussion about cancer were 
on his mind.

Resources  

Speak Up Campaign. 5IJT�$)1$"�XFCTJUF�QSPWJEFT�GSFF�
EPXOMPBEBCMF�SFTPVSDFT�JODMVEJOH�UIF�+VTU�"TL�DBSE�UIBU�IFBMUI�
DBSF�QSPWJEFST�DBO�VTF�UP�IFMQ�QBUJFOUT�BOE�GBNJMJFT�TUBSU�UIF�
DPOWFSTBUJPO�BCPVU�FOE�PG�MJGF�DBSF�BOE�BEWBODF�DBSF�QMBOOJOH��
1BUJFOUT�BOE�GBNJMJFT�DBO�VTF�UIF�Advance Care Planning 
Workbook and Advance Care Planning Quick Guide to explore 
UIFJS�WBMVFT�BOE�TUBUF�UIFJS�XJTIFT�

CHPC Nurses Group. 5IJT�HSPVQ�TVQQPSUT�OVSTFT�CZ�EFkOJOH�
BOE�BEWBODJOH�UIF�CPEZ�PG�LOPXMFEHF�GPS�IPTQJDF�QBMMJBUJWF�
care nursing and supporting research, education, practice and 
administration. Members can access networking opportunities 
BOE�B�GPSVN�GPS�FYDIBOHJOH�RVFTUJPOT�BOE�BOTXFST�PO�B�SBOHF�
PG�UPQJDT�GSPN�TQFDJkD�USFBUNFOU�QSPUPDPMT�UP�OVSTJOH�QPMJDJFT�
BOE�QSPDFEVSFT�GPS�OFX�QSPHSBNT��g8F�IBWF�CFDPNF�UIF�HP�
UP�HSPVQ�OBUJPOBMMZ�BOE�JOUFSOBUJPOBMMZ�GPS�JTTVFT�SFMBUFE�UP�
IPTQJDF�QBMMJBUJWF�DBSF�OVSTJOHu�TBZT�+VEZ�4JNQTPO�UIF�HSPVQ�T�
QSFTJEFOU��"OZ�OVSTF�JO�$BOBEB�JT�XFMDPNF�UP�KPJO�

Life and Death Matters. 5IJT�XFCTJUF�QSPWJEFT�IFMQGVM�SFTPVSDFT�
GPS�UFBDIJOH�BOE�MFBSOJOH�JODMVEJOH�UIF�Essentials in Hospice 
Palliative Care manual, companion workbooks, teaching 
presentations, podcasts and online courses.

iPANEL. 5IJT�HSPVQ�PG�OVSTF�SFTFBSDIFST�QSBDUJUJPOFST�BOE�
BENJOJTUSBUPST�JO�#�$��JT�DPMMBCPSBUJOH�PO�SFTFBSDI�UP�BEWBODF� 
UIF�GVSUIFS�JOUFHSBUJPO�PG�B�QBMMJBUJWF�BQQSPBDI�JOUP�UIF�IFBMUI�
DBSF�TZTUFN�QBSUJDVMBSMZ�GPS�QFPQMF�XIP�MJWF�XJUI�DISPOJD�MJGF�
MJNJUJOH�DPOEJUJPOT��5IF�XFCTJUF�GFBUVSFT�POHPJOH�BOE�DPNQMFUFE�
SFTFBSDI�QSPKFDUT�QVCMJDBUJPOT�BOE�XFCJOBST�

Quality Palliative Care in Long Term Care Alliance. The alliance 
DPOTJTUT�PG����PSHBOJ[BUJPOBM�QBSUOFST�BOE����SFTFBSDIFST�XIP�BSF�
DPMMBCPSBUJOH�PO�B�kWF�ZFBS�SFTFBSDI�QSPKFDU�UP�JNQSPWF�RVBMJUZ�
PG�MJGF�GPS�QFPQMF�EZJOH�JO�MPOH�UFSN�DBSF�IPNFT�CZ�EFWFMPQJOH�
TVTUBJOBCMF�QFSTPO�GPDVTFE�QBMMJBUJWF�DBSF�QSPHSBNT��'PVS�
0OUBSJP�MPOH�UFSN�DBSF�GBDJMJUJFT�BSF�TUVEZ�TJUFT�GPS�UIF�QSPKFDU��
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of Life and Death Matters, a company 
in Victoria that provides teaching 
resources for front-line caregivers  
and o"ers workshops and online 
education in hospice palliative care. 
“My mom died nine weeks after her 
diagnosis, at home where she wanted 
to be, cared for by her family and 
loved ones. She described that  
period as the richest in her life,  
with opportunities for closure, 
healing and loving.”

“I strongly believe that the 
principles, practices and philosophy 
of hospice palliative care need to be 
integrated into the general system  

of health care,” says Simpson. “We 
need an interprofessional approach  
in which the family physician, a 
community-based nurse, a social 
worker and other care providers each 
have a good understanding about 
hospice palliative care and can help 
their patients in a variety of settings.”

How close is this approach to 
becoming reality? “We’re starting to 
move toward it, depending on who 
you talk to and what part of the 
country they’re in,” says Simpson. She 
points out that Cancer Care Ontario 
has a palliative care strategy and B.C. 
has a framework for end-of-life care, 

while other provinces and territories 
are just thinking about it. “Whether 
or not a framework is in place, until 
the federal government provides 
funding, the provinces and territories 
are each going to make decisions 
separately, and the system will not 
become as integrated as it should be.”

As a start, the federal government 
has provided one-time funding for a 
three-year initiative to better 
integrate the palliative approach to 
care across settings. #e Way Forward 
initiative is identifying and sharing 
best practices and developing tools 
and resources, as well as creating a 

"O�JNQPSUBOU�QBSU�PG�JOUFHSBUJOH�B�QBMMJBUJWF�BQQSPBDI�
UP�DBSF�JT�FOHBHJOH�QBUJFOUT�BOE�UIFJS�GBNJMJFT�JO�
B�EJTDVTTJPO�PG�UIF�QBUJFOU�T�QSPHOPTJT�USFBUNFOU�
PQUJPOT�BOE�QSFGFSFODFT�UP�EFUFSNJOF�XIBU�LJOE�PG�
DBSF�IF�PS�TIF�XJTIFT�UP�SFDFJWF�BU�EJGGFSFOU�TUBHFT� 
PG�UIF�JMMOFTT�

1BUJFOUT�NBZ�XBOU�UP�QVU�UIFJS�XJTIFT�JO�XSJUJOH��
"�XSJUUFO�TJHOFE�TUBUFNFOU���DBMMFE�BO�BEWBODF�
EJSFDUJWF���IBT�UXP�JNQPSUBOU�DPNQPOFOUT��BO�
JOTUSVDUJPOBM�EJSFDUJWF�UIBU�QSPWJEFT�JOTUSVDUJPOT�
BCPVU�DBSF�EFDJTJPOT�BOE�B�QSPYZ�EJSFDUJWF�UIBU�
TQFDJkFT�XIP�XJMM�NBLF�UIF�EFDJTJPOT�JO�UIF�FWFOU�
that the patient is no longer able to do so.

.BOZ�QSPWJODFT�BOE�UFSSJUPSJFT�OPX�IBWF�NBUFSJBMT�PO�
BEWBODF�EJSFDUJWFT�GPS�UIF�QVCMJD�BOE�UIFTF�NBUFSJBMT�
BSF�BMTP�QFSGFDUMZ�BQQSPQSJBUF�GPS�OVSTFT�UP�VTF�BT�
B�SFTPVSDF�GPS�BTTJTUJOH�UIFJS�QBUJFOUT�TBZT�+PDFMZO�
%PXOJF�B�QSPGFTTPS�PG�MBX�BOE�NFEJDJOF�BU�%BMIPVTJF�
6OJWFSTJUZ��g*�SFDPNNFOE�UIBU�BMM�OVSTFT�DPNQMFUF�
BO�BEWBODF�EJSFDUJWF���UIFZ�DBO�UFBS�JU�VQ�BGUFSXBSE�
JG�UIFZ�EPO�U�XBOU�UP�IBWF�POF��#Z�HPJOH�UISPVHI�

Advance care planning 

UIF�QSPDFTT�UIFZ�MM�kOE�PVU�IPX�JU�GFFMT�GSPN�BO�FNPUJPOBM�
QFSTQFDUJWF�BOE�MFBSO�XIBU�LJOET�PG�RVFTUJPOT�BSF�UZQJDBMMZ�
raised.”

effective directives

r� ,FFQ�JOGPSNFE��-FHJTMBUJPO�WBSJFT�BDSPTT�UIF�DPVOUSZ�BOE�
DIBOHFT�PWFS�UJNF��%PXOJF�BEWJTFT�UIBU�$BOBEJBOT�CFDPNF�
GBNJMJBS�XJUI�BMM�PG�UIF�SFMFWBOU�MFHJTMBUJPO�JO�UIFJS�QSPWJODF�
UFSSJUPSZ�UP�FOTVSF�UIFJS�BEWBODF�EJSFDUJWF�JT�VQ�UP�EBUF�BOE�
NFFUT�WBMJEJUZ�SFRVJSFNFOUT��g*U�T�JNQPSUBOU�GPS�UXP�IVHF�
reasons — it increases the chances that their wishes will be 
GPMMPXFE�BOE�JU�T�BO�FOPSNPVT�HJGU�GPS�UIFJS�MPWFE�POFT�u

r� #F�DMFBS��"EWBODF�EJSFDUJWFT�TIPVME�TQFDJGZ�NFBTVSFT�UP�CF�
UBLFO�PS�OPU�UBLFO�VOEFS�EJGGFSFOU�DJSDVNTUBODFT��7BHVFOFTT�
DBO�MFBE�UP�DPOGVTJPO�BOE�DPOUSPWFSTZ�TBZT�%PXOJF��g*OTUFBE�
PG�TBZJOH�A*G�NZ�DPOEJUJPO�JT�IPQFMFTT�*�EP�OPU�XJTI�BOZ�
FYUSBPSEJOBSZ�NFBTVSFT��TBZ�TPNFUIJOH�NPSF�TQFDJkD�MJLF� 
A*�EP�OPU�XJTI�UP�SFDFJWF�BSUJkDJBM�IZESBUJPO�BOE�OVUSJUJPO�JG� 
*�BN�JO�B�QFSTJTUFOU�WFHFUBUJWF�TUBUF��u�

r� 4UBUF�QSJPSJUJFT��#FDBVTF�JU�JTO�U�QPTTJCMF�UP�BOUJDJQBUF�BMM�
FWFOUVBMJUJFT�JU�JT�IFMQGVM�UP�TUBUF�XIBU�NBUUFST�NPTU�	F�H��UIF�
BCJMJUZ�UP�DPNNVOJDBUF�XJUI�MPWFE�POFT�PS�NPCJMJUZ�SBUIFS�UIBO�
MFOHUI�PG�MJGF
��4UBUFNFOUT�PG�QSJPSJUJFT�DBO�IFMQ�UIF�TVCTUJUVUF�
EFDJTJPO�NBLFS�BOE�IFBMUI�DBSF�QSPWJEFST�EFUFSNJOF�XIBU�B�
QBUJFOU�XPVME�IBWF�XBOUFE�JO�VOBOUJDJQBUFE�DJSDVNTUBODFT�

%PXOJF�T�&OE�PG�-JGF�-BX���1PMJDZ�JO�$BOBEB�XFCTJUF�QSPWJEFT�
MJOLT�UP�QSPWJODF��BOE�UFSSJUPSZ�TQFDJkD�JOGPSNBUJPO�BMPOH�XJUI�
PUIFS�SFTPVSDFT�GPS�NFNCFST�PG�UIF�QVCMJD�IFBMUI�DBSF�QSPWJEFST�
BOE�QPMJDZ�NBLFST�
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JANE LANGILLE IS A HEALTH AND MEDICAL WRITER IN 
RICHMOND HILL, ONT.

national framework — a practical 
roadmap that will help system 
planners, policy-makers and service 
providers identify and remove 
barriers to integrating hospice 
palliative care in communities. !e 
initiative is managed by CHPCA 
under the guidance of the Quality 
End-of-Life Care Coalition of Canada, 
a group of 37 national organizations.

Baxter sits on the advisory 
committee guiding !e Way Forward. 
“We have a draft document now, and 
we’re waiting for feedback from 
stakeholders. !e next step will be to 
seek support for the implementation 
of the framework across care and 
community settings.”

PALLIATIVE CARE IN THE CURRICULUM
!e dissemination of national 

palliative care competencies and 
indicators to nursing schools in  
2011 has paved the way for greater 
inclusion of palliative care learning  
in undergraduate programs. !e 
competencies and indicators were 
developed by a Canadian Association 
of Schools of Nursing (CASN) 
advisory committee that included, 
among others, members from the 
CHPC Nurses Group. Stakeholders 
from across the country, including 
Simpson and other CHPCA members, 
were involved in reviewing the 
document. “While it’s up to the 
individual schools to decide the best 
way to integrate the competencies 
into their curriculum, students 

Most people say  
they would prefer 
to die at home. An 
integrated palliative 
approach focuses 
on helping people 
receive care in the 
setting of their choice  

cannot graduate now without 
learning about hospice palliative 
care,” says Simpson. “!ey won’t 
graduate as palliative care specialists, 
but they will have a beginning 
understanding of the care of 
individuals at the end of their life.”

Coby Tschanz, an assistant 
teaching professor at the University 
of Victoria, has taught a stand-alone 
elective on hospice palliative nursing 
for the past seven years. “I think 
newly graduated nurses are becoming 
increasingly well prepared for hospice 
palliative practice — thanks in part to 
the CASN competencies, which we 
have used since 2011 to re"ne the 
curriculum. I also hand out the 
competency document to my 
students, and they "nd it helpful in 
assessing their own learning needs 
and progress.”

A SHARED-CARE MODEL
!e Way Forward framework 

proposes a shared-care model in 
which the patient’s primary care 
team, whose members have a 
generalist level of palliative care 
expertise, provides care over the 
course of the patient’s illness. A 
specialized hospice palliative care 
team supports the primary care team 
by educating, advising and relieving 
when necessary, depending on the 
expertise of the primary caregivers 
and the extent to which the palliative 
approach has been integrated into  
the particular community setting.  

!e specialized team takes the lead 
only in cases where there are complex, 
intensive or tertiary end-of-life needs. 
Nurses participate at all stages of the 
patient’s care as key members of these 
teams, which also include physicians, 
social workers, psychologists and 
spiritual advisors.

“Because nurses are involved 
throughout the process, they can 
identify changing conditions and help 
patients and families identify their 
fears, preferences and goals of care,” 
says Murray. “They can share 
information about the disease, 
symptom management and care 
options that assist patients and 
families in making informed decisions 
about treatment. Nurses can also 
advocate on behalf of patients and 
families — such as when care isn’t in 
line with a patient’s goals — by 
making referrals for specialist support 
or linking patients to other services.”

!e integrated model of hospice 
palliative care is still in the planning 
stages, but the shift from the 
traditional approach to a more 
patient-focused approach has  
begun. “The success of our move  
to integrated hospice palliative  
care will be achieved with nurses  
on side as champions,” says Baxter, 
“so that more Canadians can 
experience a good quality of life  
while they’re dying.” ! 




