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Who We Are
We are a scientifically rigorous group with 
diverse areas of expertise. We strive for complete 
objectivity, and look at things from a vantage 
point that allows us to see the forest and the 
trees. We work in partnership with health care 
providers and organizations across the system, 
and engage with patients themselves, to help 
initiate substantial and sustainable change to  
the province’s complex health system. 

What We Do
We define the meaning of quality as it pertains 
to health care, and provide strategic advice 
so all the parts of the system can improve. We 
also analyze virtually all aspects of Ontario’s 
health care. This includes looking at the overall 
health of Ontarians, how well different areas 
of the system are working together, and most 
importantly, patient experience. We then produce 
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Palliative Care at the End of Life also reveals some 
of the health system’s challenges and opportunities 
to improve palliative care so that patients can begin 
to receive palliative care as needed throughout their 
illness, and die in the location of their choice. 

To ensure that people receive the highest-quality 
palliative care, we need to learn what we do well 
in the province, and what steps we need to take 
to make the palliative care system better. The 
current national discussion on medical assistance 
in dying in Canada provides a potential choice for 
some patients who are facing intolerable suffering. 
But it does not change the need for access to 
the best possible palliative care for all terminally ill 
patients when and where they need it, so they feel 
comfortable and supported.

Everyone in Ontario who requires it should have 
access to palliative care, providing comfort and 
dignity for patients and families who are living with 
a life-threatening illness. Palliative care helps people 
with the physical, psychological, social, spiritual 
and practical issues as well as coping with loss and 
grief during the illness and bereavement.

At Health Quality Ontario, palliative care is one of 
three areas of emerging focus in our new strategic 
plan (along with mental health and addictions 
care and primary care). This report bolsters our 
understanding of the palliative care services that 
Ontarians receive at the end of their life – such 
as those in hospital, in the home (including home 
visits from doctors) and unplanned visits to the 
emergency department. 

Foreword

Foreword

Dr. Joshua Tepper 
President and Chief 
Executive Officer
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Foreword

A lot of work is already underway to build a better 
palliative care system in Ontario. The Ontario 
Palliative Care Network, a newly established 
partnership between patients, caregivers and 
providers, will continue to plan and connect care in 
all regions of the province. The Ministry of Health 
and Long-Term Care also highlights palliative care 
in its Patients First action plan, and the Ontario 
government’s 2016 Budget includes an investment 
of $75 million over three years to provide patients 
with more options and access to community-based 
palliative care. 

Palliative Care at the End of Life provides insights 
so we can learn how to make palliative care better 
for people in Ontario.

Sincerely,

Dr. Joshua Tepper 
President and CEO
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Key findings about 
care at the end of life 
in Ontario
Based on the data we use in this report, more than 
54,000 people in Ontario were determined to have 
received palliative care services between April 2014 
and the end of March 2015. Of these patients who 
received palliative care, we found that:

•	 About half (47.9%) began receiving palliative 
care in their last month of life. 

•	 Nearly two-thirds (64.9%) died in hospital.

•	 About one-quarter (25.8%) spent half or more 
of their last month of life in hospital.

•	 Nearly two-thirds (62.7%) had unplanned 
emergency department visits in their last month 
of life. 

•	 Less than half (43.3%) received palliative home 
care services in their last month of life.

•	 About one-third (34.4%) received a home visit 
from a doctor in their last month of life. 

In this report, we look at the care and services 
patients received during the last month of life, 
a potentially challenging time for patients and 
families, as they fully shift their focus from 
treatment, to ensuring comfort and managing 
symptoms. There are many services available in 
Ontario for patients at the end of their life, but with 
limited coordination in place to navigate the system, 
patients can receive fragmented care, especially 
as they move from one setting to another, such as 
going from their home to the hospital.[4] 

The last weeks of someone’s life can be some of 
the most difficult for them, those close to them and 
their caregivers. When the health system performs 
well during this time, patients receive care that 
reflects their values and wishes so they can live with 
the highest quality of life possible and ultimately, die 
comfortably where they choose.

Currently, we are not always achieving best-
quality care. In surveys of patients and caregivers 
in Ontario, most people say they would prefer to 
die at home.[1,2] With high-quality home care and 
home visits from doctors who provide palliative 
care, research has shown that more people would 
likely be able to die at home.[2,3] The reality, 
though, is that most patients in Ontario died in 
hospital, even among those who received  
palliative care.

Executive Summary

Executive Summary
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Laying the 
groundwork
Efforts underway in the province to improve 
palliative care will require engaging with the public 
and teaching people to understand the role of 
palliative care, which does not mean that nothing 
else can be done. In fact, palliative care is often 
offered alongside care that is intended to prolong 
survival. Patients, caregivers and providers share 
their experiences throughout this report, revealing 
aspects of palliative care that the numbers cannot 
tell us. These stories show what the health system 
means to people who are receiving palliative care 
and for their caregivers.

This report lays the groundwork for future reporting 
by showing what we do know about palliative care 
for patients in Ontario at the end of their life, and 
what other data are needed to learn more about 
this important area. We know about the types of 
services that are available for people at the end 
of their life and where people die, but little as yet 
about the quality of those services, whether they 
met the needs of patients and caregivers. In the 
future, we will work to find out more about the 
quality of palliative care. 

One limitation of this analysis: If some patients 
received palliative care that was not captured in 
medical health records data as being palliative or 
end-of-life care, we are unable to report on their care. 

We also include results of a survey of caregivers for 
patients who died in a select group of residential 
hospices (home-like buildings or apartments that 
provide palliative care). The survey results may not 
reflect the broader picture of palliative caregiving 
in Ontario, but it nevertheless provides valuable 
insights into the point of view of some caregivers. 
Among caregivers of patients who died at a 
residential hospice:

•	 About three-quarters (76.7%) rated emotional 
support in their last week of life as excellent.

•	 Less than half (45.7%) said health care 
providers “definitely” helped them understand 
what to expect or how to prepare for the 
patient’s death.

Based on the 2014 Commonwealth Fund Survey of 
Older Adults, we also report conversations about 
care at the end of life (which are not necessarily 
related to the formal process of Advance Care 
Planning):

•	 Nearly two-thirds (64.0%) of older adults 
surveyed in Ontario say they have had 
discussions with family, friends or health care 
professionals about the health care treatment 
in the event they become ill and cannot make 
decisions for themselves.

Executive Summary
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Introduction

A new approach to 
palliative care
There is common misconception that if someone 
is receiving palliative care, it means that treatments 
to slow the progress of their disease would be 
stopped. Research has shown the opposite to be 
true: earlier palliative care can lead to better quality 
of life throughout the entire process from the time 
of being diagnosed with a life-threatening illness.[5]  

We know patients should receive palliative care 
much earlier than they often do. In the past, the 
approach to palliative care was that it wouldn’t 
begin until the very latest stages of the illness or 
often not at all. The newer approach to palliative 
care (sometimes also called “hospice palliative 
care,” regardless of where it takes place) is that 
it can begin immediately after the patient is 
diagnosed with a life-threatening condition. Under 
this approach, palliative care is an undercurrent 
throughout the patient’s care.

Dying at home
When surveyed, the majority of people in Ontario 
have said that they would prefer to die at home 
rather than in the hospital.[6] However, once 
someone becomes very ill, the reality of a home 
death may not be easy to achieve. In some cases, 
medical interventions and procedures may be 
better performed in hospital, but given enough 
supports – especially nursing care – most people 
should be able to die at home or elsewhere in the 
community (such as in a long-term care home or 
a residential hospice) if they choose. While most 
people might express a preference to dying at 
home when asked as part of a survey, in some 
cases the home death might be more challenging 
than people originally thought – the home might 
need to be transformed into a hospital-like setting.
[7,8] Additionally, patients might not have the 
family or private caregiver supports they need or 
the financial means to cover the costs of dying at 
home.[9]

Palliative care at the 
end of life 
Ontario, like many other jurisdictions, is in the 
process of determining the best ways and locations 
to provide care for people who are at the end 
of their life. This report looks at care in the last 
month of life for patients in Ontario, an important 
timeframe within the broader scope of palliative 
care, since currently nearly half (47.9%) of those 
patients began to receive palliative care during this 
last month. This is typically the time when people 
who are dying need the most involved care, and the 
weeks that will shape their experiences and those 
of their loved ones. 

One limitation of this analysis is that we are unable 
to report on patients who may have received 
palliative care, but whose care was not captured in 
medical records data as being palliative or end-of-
life care. 

Where possible, we look at the care and 
experiences for different subgroups of people in 
Ontario in their last month of life by reporting results 
based on Local Health Integration Network (LHIN) 
regions, neighbourhood income, and whether they 
live in a rural or urban setting.   
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Palliative care – also known as “hospice palliative 
care” – is the broad approach to providing comfort 
and dignity for patients and families who are living 
with, or at risk of developing a life-threatening illness. 

According to the report Advancing High Quality, 
High Value Palliative Care in Ontario: A Declaration 
of Partnership and Commitment to Action 
(2011),[10] palliative care aims to help people  
and families to:

•	 Address physical, psychological, social, 
spiritual and practical issues, and their 
associated expectations, needs, hopes  
and fears 

•	 Prepare for and manage self-determined  
end-of-life and the dying process 

•	 Cope with loss and grief during the illness  
and bereavement 

•	 Treat all active issues and prevent new issues 
from occurring 

•	 Promote opportunities for meaningful and 
valuable experiences, personal and spiritual 
growth, and self-actualization 

Public consultations across Ontario for the Palliative 
and End-Of-Life Care Provincial Roundtable 
Report (2016) revealed that too often, people 
think palliative care means the system has given 
up on them or their loved ones. The report said 
education efforts should focus on teaching people 
that palliative care is a holistic approach to meet 
the needs of those with life-threatening illnesses. 
This includes helping them live longer with the best 
quality of life possible, and to die comfortably.[11]

Introduction

What is palliative care?
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Introduction

Where is palliative 
care at the end of 
life delivered and by 
whom?
People in Ontario who are receiving palliative care 
at the end of life receive services in many forms, 
such as caregiving from family members, home 
care and doctor services, and in several types of 
locations, including homes, long-term care homes, 
residential hospices (buildings or apartments where 
palliative care is provided in a home-like setting,)
[12] and hospitals, both within and outside formally 
designated palliative care units. 

Home and community care services for patients 
receiving palliative care include:

•	 Home care services, which can include nursing 
care, psychological counselling, personal 
care, as well as access to equipment such as 
hospital-style beds or oxygen

•	 Visits from doctors and nurse practitioners to 
their home (although the data reported here do 
not include nurse practitioner visits)

•	 Long-term care homes providing palliative care 
within the facility for patients at the end of  
their life 

•	 About two dozen residential hospices in 
Ontario, which are partially funded by the 
province, provide palliative care services to 
patients at the end of their life. 

•	 Visiting hospice care programs that provide 
counselling, and family support for grief and 
bereavement

•	 Volunteer palliative care services, including 
grassroots community support, palliative 
day programs, home and residential hospice 
supports 

•	 Caregiver support

Hospital care for patients receiving palliative care 
includes:

•	 Hospital emergency departments provide care 
for patients who are receiving palliative care 
(some patients return home after a visit to 
the emergency department, while others are 
admitted to hospital)

•	 Hospital admissions for patients who need 
symptom and pain management in the hospital 
(some hospitals also have a small number of 
specifically designated palliative care unit beds, 
but most patients are admitted to the hospital’s 
regular acute care beds)

•	 Many hospitals have palliative care consultation 
teams for patients, as well as other patient and 
caregiver programs and supports

4,000
Number of reported palliative care 

beds in Ontario hospitals (approximate)

300
Number of beds in residential 

hospices in Ontario (approximate)

Palliative care beds in 
hospices and hospitals, 2015

Data sources: For number of palliative care beds: Ontario 
Healthcare Financial and Statistical (OHFS) Database, provided 
by the Ontario Ministry of Health and Long-Term Care. For 
number of beds in residential hospices: provided by Hospice 
Palliative Care Ontario [email], May 16, 2016.  
Note: Palliative care may be provided in acute care beds as well.
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Introduction

Focus on patients 
who received 
palliative care
A total of more than 95,000 people died in Ontario 
in 2014/15, over 54,000 of whom (57.0%) had 
a record of receiving at least one palliative care 
service in their last year of life across all health 
sectors (such as home care, hospital care and 
long-term care). 

For this report, patients who received palliative 
care were identified based on receiving a palliative 
care service or end-of-life designation in their 
medical records in the last year of life, between the 
beginning of April 2014 and the end of March 2015. 

For the sake of clarity throughout the report, 
we refer to this group of 54,000 patients who 
received palliative care as “palliative care 
patients.” “Palliative” describes the type of care, 
not the patient.

The first two chapters focus on the palliative care 
services that this group of palliative care patients 
received (or did not receive) in their last month of 
life, a time they are often most in need of health 
system supports. 

For more information on the analysis, see the 
Methods Notes at the end of the report.

Patients not 
receiving any 

palliative 
care services

38,769
40.5%

Patients 
receiving 

palliative care 
services
54,525
57.0%

Other
555

0.6% Major trauma/injury
1,793
1.9%

Description of the patients who received palliative care services 
as a proportion of all people who died in Ontario, 2014/15

Among the approximately 54,000 palliative care patients who died:

47.9% 12.7%

* For details on the definitions of patients with and without palliative 
care services, please refer to the Technical Appendix.

People with palliative services were selected as the cohort.

started palliative care in their 
last month of life

started palliative care in their 
second-last month of life

Among the approximately 54,000 palliative care patients who died:

47.9% 12.7%
started 

palliative care in 
their last month 

of life

started palliative 
care in their 
second-last 
month of life

Data source: Continuing Care Reporting System (CCRS), Discharge Abstract Database (DAD), Home Care Database (HCD), National Ambulatory 
Care Reporting System (NACRS), Ontario Health Insurance Plan (OHIP), Registered Persons Data Base (RPDB), provided by the Institute for Clinical 
Evaluative Sciences (ICES)
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Dying is really hard
Pat’s son Jon reflects on his mother’s outlook on life, the care that she received at the end of her 
life, and the decision to die at home.

On dying
Wow, dying is really hard, on so many different levels. There’s the physical aspect of actually dying 
and the emotional and the existential aspects. My mom handled herself with incredible dignity and 
grace, but she also had horrible days where she was feeling selfish and mean and bored. Humans 
are messy – we can’t be neatly tied up into perfect little packages, and certainly she was no different. 

Living in the moment
My mother didn’t try to pretend like she had all the answers. She was in some ways comforting and 
in another way fatalistic about things. The diagnosis is the diagnosis, and you deal with it the best 
way that you can, she would say. One of the things that resonated with me with my mom’s attitude 
was living in the moment. It’s a bit of a cliché but we don’t do that very well in this world right now. 
We do a lot of things to not be in the moment, in fact, and that’s something that her disease forced 
her to do. And that, as my mom says in a video documentary she recorded, is where all the good 
stuff resides.

No rulebook
My dad, my brother and I felt like we could write a book to guide people through this; what to 
expect, the highs and the lows and where to go for help, because there is no rulebook. There is 
Murphy’s Law: whatever can go wrong, does. There are so many important parts and every 
important part has the opportunity to go well or wrong. From the diagnosis all the way through to 
the advice you get to third parties who rent you hospital beds to dealing with the nurses who come  
to your house, it’s an incredibly complex process. It’s really hard to navigate, and you’re under 
tremendous stress as it is.

1. Services at Home at the End of Life
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1. Services at Home at the End of Life

The doctor meeting
In the early days, my mom wanted to make sure that my brother and I, and maybe also my dad, 
were OK and understood the diagnosis and all that stuff. And Dr. Nina Horvath, the palliative care 
doctor, said let’s all come into my office and have a chat. With no regard for timing or kicking us out 
of the office, she met with us, all of us, and that was very powerful. 

Staying home
My mom, being the selfless person that she was, didn’t want to die in her house, because she 
didn’t want it to be thrust upon my dad and family. As death got closer, I think she thought, ‘Why 
would I want to be in an institution versus my home?’ So she and my dad made the decision for her 
to die there, and I think it was the right one. It wasn’t easy, though. 

Stress
Little things can and do happen that end up being big deals. One day, towards the end of her life, 
my mom was in incredible pain in her midsection, and we thought, what could it possibly be? We 
could give her morphine but only at certain intervals. We didn’t know what to do. The stress we 
were under was insane. The one thing that you commit to your mom or your partner is that you will 
not suffer on our watch. Finally, the nurse arrived five hours later. It turned out it was because her 
catheter was twisted – that’s it. 

A full-time job
In the last months of her life, my mom needed 24-hour care. She needed help doing everything and 
that is a lot of coordinating. The government-funded home care does six hours a day and you have 
to do private for the rest of the time. You have to coordinate with the agency, and then there are the 
drugs, getting them filled and delivered, and renting the hospital bed. You would do anything for 
your family, but it is a massive undertaking. People should definitely have their eyes wide open.  
It’s a full-time job.

For more on Pat’s story, see “Joy in my days” on the next page.
Photo of Jon taken by Roger Yip.



Joy in my days
Diagnosed with terminal cancer, Pat offered her views on palliative care, life and death in a video 
with a hospital in North York in the months before she died in 2014. These are Pat’s words, 
excerpted from that video.

On life and death
We’re all going to die, and if we’re very very lucky, we’re going to have friends and family around us, 
and no discomfort. When you’re going through cancer, it can’t be an everyday thing. You just can’t 
immerse yourself in the illness.

Out of control
In 2009, I had a bilateral mastectomy and there was no lymph node involvement, so when you hear 
that, you automatically think, ‘OK, I am winning this one.’ So it was very shocking to discover this 
January that it actually had metastasized to the lungs and the brain. You know, everyone’s diagnosis 
is so different, and the way they handle it is so different. And the first little part of it, you just feel so 
completely out of control, I think. I think a lot of people feel just completely out of control.

After the initial diagnosis, that’s sort of shattering, and then you regroup. And I guess the most 
precious thing was my experience with the family during that initial shattering diagnosis because 
that sense of being surrounded with their love was huge. That was the most important thing. 

Struggling with the future
I think many of us, including me, always felt that palliative meant you are on the end run. You were 
here and now you’re falling off the cliff, and that palliative care is end-of-life care. 

They know that the tumours that are in the brain are the problematic ones ... You can’t help but 
want to know, when I fall off this cliff, cognitively, what is it going to look like? Is it going to affect 
my speech, my cognitive functioning, or am I going to become this crazy lady who’s screaming 
obscenities at her family? That part is the part that’s difficult. 

1. Services at Home at the End of Life
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We’ve got you covered
We all left [palliative care doctor] Dr. [Nina] Horvath’s office feeling very comforted, knowing that we 
were going to manage. As Dr. Horvath said, “Birth is a mystery. We go into that not knowing what it’s 
going to feel like, how we’re going to manage it.” She said death is the same. It’s a mystery. We don’t 
know. We don’t’ know how much pain is going to be involved or how long and protected it is, but 
we will deal with it and help you … She said, we can deal with physiological pain, we can deal with 
emotional pain and we can deal with existential pain. So in other words, we’ve got you covered.

Quality of life
It sounds like a hackneyed phrase, but it’s really about the quality of life. You want to hang around 
but not at the expense of the quality of your life. My plan was that I would die in hospice. I would not 
impose the dying in my house because I felt that the house was a sanctuary for the family and that was 
something I was depriving [my husband] Mike and the kids of. And things changed. Dr. Horvath said to 
me, “You don’t have to make up your mind right now. This is a process and it’s something you can think 
about long-term.” So funnily enough, Mike and I have been measuring for a hospital bed and the sofa 
will fit here, and I can see my birds in the trees. And he said that would be my choice, not only for me 
but for himself. 

Living in the moment
Somehow or other you have to get yourself in the headspace of living in the moment because when 
you have a terminal diagnosis, living in the moment is the only place to be, because that’s where all the 
good things reside – your friends, you family, your love, your humour, the things you like to do, and that 
is probably the key. 

The whole palliative thing for me, it’s really about giving me energy to my days, joy in my days to do 
what I need to do, and I don’t really focus a lot on the illness. 

Pat died at home in February 2014, surrounded by family.

For a doctor’s perspective on Pat’s story, see page 19.
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Patients in Ontario can receive publicly funded 
palliative care services in their home. These include 
home care visits for nursing care, personal support 
care, occupational and physical therapy, 
counselling and other services, and home visits 
from doctors and nurse practitioners. The amount 
and type of care that someone receives may vary 
depending on the severity and nature of the illness.

Home care visits
When patients are nearing the end of their life, 
publicly funded home care services can help to 
ease the burden on family and provide care that 
could increase the opportunity for patients to die at 
home if they wish. Receiving palliative home care 
has been associated with a 50% reduction in the 
likelihood of dying in hospital.[13]

About three-quarters (75.7%) of palliative care 
patients in Ontario who were in the community in 
the last month of life received at least one home 
care service in that period. Less than half (43.3%) 
received palliative-specific home care services, 
which typically involve more hours of care per week. 
(Figure 1.1)

1. Services at Home at the End of Life

FIGURE 1.1
Percentage of palliative care patients who received home care (any or palliative) in 
their last 30 days of life, in Ontario, by LHIN region, 2014/15

Data source: Continuing Care Reporting System (CCRS), Discharge Abstract Database (DAD), Home Care Database (HCD), National Ambulatory 
Care Reporting System (NACRS), National Rehabilitation Reporting System (NRS), Ontario Health Insurance Plan (OHIP), Registered Persons Data 
Base (RPDB), provided by the Institute for Clinical Evaluative Sciences (ICES)
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By LHIN region, there was variation in the 
proportion of palliative care patients who received 
palliative home care services, ranging from 30.9% 
in the North West LHIN region to 56.1% in the 
North Simcoe Muskoka LHIN region. (Figure 1.2)

By income, the palliative care patients living in the 
poorest neighbourhoods were less likely to receive 
palliative home care services in their last month of 
life (39.0%), compared with 46.3% of palliative care 
patients in the richest neighbourhoods. However, 
there was no difference in the proportion of 
palliative care patients receiving home care  
services based on whether they live in an urban  
or rural area. 

The true costs associated with a home death 
include those that are absorbed by the patient and 
family. According to a study that detailed totals 
costs of caring for patients receiving palliative care 
services at home through a palliative care centre in 
Toronto, caregivers absorbed an average of 
$17,500 per month in lost wages and leisure time 
and another $700 per month in out-of-pocket 
expenses for the patient and family.[14]

1. Services at Home at the End of Life

Total cost of home-care palliative care

That total includes:

The cost of home-based palliative care

$25,000/
MONTH

$17,500/month
Lost wages and leisure time for caregivers

$6,400/month
Health care system costs

$700/month
Out-of-pocket expenses for patient and family

$170
Third-party insurer costs

Data Source: Guerriere DN, Zagorski B, Fassbender K, Masucci L, Librach L, Coyte PC. Cost variations in ambulatory and home-
based palliative care. Palliative Medicine. 2010 Jul 1;24(5):523-32.
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Home visits by a 
doctor
Patients in Ontario who receive palliative care 
sometimes receive visits to their home from primary 
care providers, including doctors, as part of their 
care. There is some evidence that home visits by 
doctors can lead to fewer unplanned trips to the 
emergency department for patients nearing the end 
of their life.[15] People who receive home visits by a 
doctor may also be less likely to die in hospital.[15]

We do not have any data or evidence showing the 
appropriate number of home visits by a doctor for 
the most benefit to patients, but we do know that 
just over one-third (34.4%) of palliative care patients 
in Ontario who were in the community in the last 
month of life received at least one home visit by a 
doctor during that time.

The rate of home visits by a doctor varied by region 
in Ontario, ranging from 13.6% in the North West 
LHIN region to 43.7% in the Toronto Central LHIN 
region (Figure 1.2). Some of this variation could be 
related to differences in geographical areas or 
numbers of palliative care doctors. Also, we do  
not have data on home visits by nurse practitioners, 
who may play a larger role in primary care for 
patients receiving palliative care in some  
LHIN regions. 

FIGURE 1.2
Percentage of palliative care patients who had at least one home visit from a doctor 
in their last 30 days of life, in Ontario, by LHIN region, 2014/15

Data source: Continuing Care Reporting System (CCRS), Discharge Abstract Database (DAD), Home Care Database (HCD), National Ambulatory 
Care Reporting System (NACRS), National Rehabilitation Reporting System (NRS), Ontario Health Insurance Plan (OHIP), Registered Persons Data 
Base (RPDB), provided by the Institute for Clinical Evaluative Sciences (ICES)
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“If a person is in pain or struggling, 
instead of going to the emergency 
department, a doctor or palliative care 
nurse can come to the home, assess 
the need, and order medications for 
symptom relief. A person nearing the 
end of life wouldn’t be able to come 
in the doctor’s office for a regular visit, 
so if they don’t get care in the home, 
they often have no recourse but to go 
to the hospital.”

“One common scenario is that many 
people close to the end of life will lose 
the ability to swallow and to take 
medications by mouth. A doctor who 
comes in the home can order injected 
or intravenous medications to provide 
symptom relief at home, and this very 
often prevents an emergency 
department visit.”
–Dr. Peter Tanuseputro, family doctor and  
  palliative care researcher
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1. Services at Home at the End of Life

Photo of Peter by Roger Yip.
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1. Services at Home at the End of Life

Focus on equity
By income, palliative care patients living in the 
poorest neighbourhoods in Ontario were the least 
likely to receive home visits from a doctor (29.4%), 
compared with patients in the richest 
neighbourhoods (40.2%). Some 35.1% of palliative 
care patients living in urban areas received home 
visits from a doctor, compared with 30.4% of 
palliative care patients in rural areas. Some of the 
variation by region and across rural and urban 
areas could be attributed to larger geographical 
areas and a higher proportion of nurse practitioners 
– whose visits are not included in this data – 
providing primary care in rural areas. 
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1. Services at Home at the End of Life

“	I think it’s helpful to have 
someone caring for you who 
can relate to your cultural 
background. It just makes 
things easier. For example, the 
nurse who cared for my father 
was from the Caribbean, from 
Jamaica, and he had lived in 
Trinidad for a period of time. 
So being able to talk about his 
experiences in Trinidad and what 
he remembered was an entry 
point for discussions with my 
father, who lived in Trinidad his 
whole life.”
	–Runako helped care for his father, who died of  
  complications from prostate cancer.

Photo of Runako taken by Roger Yip.



Photo of Nina taken by Roger Yip.
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To live until you die
Dr. Nina Horvath, a palliative care doctor at a hospital in North York, discusses the inspiration she 
gets from Pat and other patients, and the evolution of palliative care in Ontario.

Lifting the burden
When I ask my patients for their biggest fear, they don’t say pain or suffocating, they tell me it’s 
being a burden to their family. I learned within my first few years of working in palliative care that it’s 
such a universal feeling and perception. We sometimes put too much responsibility on the informal 
caregivers. I tell every family that it’s not their job to take care of their loved one. They have to be 
family first and caregiver after.

End of life at peace
My approach is, only after I take care of my patients’ symptoms and their physical pain can they 
figure out how to live while they are dying. To manage pain, for most people I try to make them 
comfortable in a way that is not going to make them groggy, so that they can live their life without 
being burdened, to be able to say their goodbyes and finishing their relationships.

I’m learning from my patients all the time. It’s absolutely amazing how some people have it all 
figured out. One of my patients, a 28-year-old girl who was dying from cervical cancer, had her 
parents and her husband sitting at her bedside, and she was the one taking care of them the whole 
time. I could not figure out how she had the strength to do that. She told me it was her spiritual life, 
and that she didn’t have any sense of entitlement. My patient Pat also came to peace with the fact 
that she was dying.

What’s in a name?
Palliative care is a four-letter word to a lot of people because it started originally as end-of-life care. 
So when somebody hears the words “palliative care,” they think, “Huh!? Am I dying?” The idea 
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Photo of Nina taken by Roger Yip.



of changing our name keeps resurfacing, but I think whatever way you change it, it would still be 
scary. It’s about educating people. Lots of times when I see people in the clinic, they say the patient 
doesn’t want palliative care, so I will come in and tell the patient that I’m the pain specialist, which I 
am. And then I explain to them: “We also take care of you at the end of life, but that’s not why I am 
here today.”

A shift in thinking 
When I started working here as medical director eight years ago, we launched inpatient beds for 
palliative care at the hospital, as well as consulting services and clinics. We also increased the 
outreach programs in the community, working with nurse practitioners, family doctors and other 
care providers, with palliative care specialists providing backup or consults. Over the years, there 
has been a definite shift in thinking that palliative care is important. Hopefully that will translate into 
more accessibility to patients, because right now palliative care is still basically in its infancy.

Areas of need
There are two main areas where people need more access to palliative care: in their own homes, 
and, for people who have very complex needs or who don’t have enough caregiver support, end-
of-life palliative care units in hospitals or residential hospices. The basic problem with palliative care 
is that you have to provide it 24/7. And that’s not the way it works these days.

Beautiful view
Some people feel safer in a hospital or a hospice environment and some people prefer to stay at 
home. And you can’t tell ahead of time. When I first met my patient Pat, she said she didn’t want to 
die at home because she wanted to protect her family. Once she realized that they were OK with it, 
she was OK. Pat always wanted to watch the flowers in the courtyard of her building. I remember 
coming to visit the night before she died, and seeing the beautiful view, I realized what she meant, 
that it was an almost spiritual experience for her to see those flowers when she was in the bed. 

2. Hospital Care at the End of Life
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Photo of Nina taken by Roger Yip.
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2. Hospital Care at the End of Life

Patients who are receiving palliative care can obtain 
a wide range of services from Ontario hospitals, 
including emergency department care and 
admissions to the hospital for further treatment  
or palliative care services. 

Unplanned 
emergency 
department visits
Unplanned visits to the emergency department 
by patients who are receiving palliative care can 
be an indicator that people did not receive the 
care they needed in the community.[16] Although 
there are also times when these visits may be 
appropriate or unavoidable, transitions can be very 
difficult for patients at this time of life. In addition 
to accessing needed care, another positive aspect 
of an emergency department visit may also be an 
opportunity for members of inter-professional teams 
at the hospital to talk to patients with chronic or 
terminal illnesses about a referral to palliative care 
services if that has not already occurred.[17]

Nearly two-thirds (62.7%) of palliative care patients 
in Ontario had unplanned visits to the emergency 
department in their last month of life. The rates of 
unplanned emergency department visits varied 
across LHIN regions, ranging from 58.7% in the 
Mississauga Halton LHIN region to 67.0% in the 
Central East LHIN region. (Figure 2.1)

FIGURE 2.1
Percentage of palliative care patients who had at least one unplanned emergency 
department visit in their last 30 days of life, in Ontario, by LHIN region, 2014/15 
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64.8
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60.7 62.0

65.167.0
61.1

62.7%
of palliative care patients had at least 

one unplanned emergency department 
visit in their last 30 days of life.

Data source: Continuing Care Reporting System (CCRS), Discharge 
Abstract Database (DAD), Home Care Database (HCD), National 
Ambulatory Care Reporting System (NACRS), Ontario Health 
Insurance Plan (OHIP), Registered Persons Data Base (RPDB), 
provided by the Institute for Clinical Evaluative Sciences (ICES)
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Palliative care patients living in the poorest 
neighbourhoods were more likely to have 
unplanned visits to the emergency department 
in their last month of life (65.4%), compared 
with palliative care patients living in the richest 
neighbourhoods (59.8%). However, there was no 
variation by rural and urban setting.

Being admitted to 
hospital
Sometimes patients who are receiving palliative 
care are admitted to hospital. Among palliative 
care patients in Ontario, 61.7% had at least one 
admission to hospital in their last month of life. The 
hospital admission rates for those patients varied 
by LHIN region, ranging from 56.0% in the Hamilton 
Niagara Haldimand Brant LHIN region to 68.1% in 
the Central East LHIN region. (Figure 2.2)

FIGURE 2.2
Percentage of palliative care patients who had at least one hospital admission in 
their last 30 days of life, in Ontario, by LHIN region, 2014/15

Data source: Continuing Care Reporting System (CCRS), Discharge Abstract Database (DAD), Home Care Database (HCD), National Ambulatory 
Care Reporting System (NACRS), Ontario Health Insurance Plan (OHIP), Registered Persons Data Base (RPDB), provided by the Institute for 
Clinical Evaluative Sciences (ICES)

61.7%
of palliative care patients who had 
at least one hospital admission in 

their last 30 days of life.
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Palliative care patients living in the poorest 
neighbourhoods in Ontario are more likely to get 
admitted to hospital in their last 30 days of life 
than palliative care patients living in the richest 
neighbourhoods (64.5% compared with 58.9%). 
However, there was no difference in the hospital 
admission rates by rural or urban areas.

Time spent in 
hospital
Based on hospital data, we are able to look at the 
number of days that palliative care patients spent 
in hospital during their last month of life. More than 
half of palliative care patients (54.9%) in Ontario 
spent five days or longer in hospital during their last 
30 days of life. About a quarter (25.8%) of palliative 
care patients spent half or more of their last month 
of life in the hospital (Figure 2.3).

Among all neighbourhood income groups, as well 
as rural or urban settings, the average (median) 
number of days spent in hospital in the last month 
of life ranged from 5 to 6 days. 

FIGURE 2.3
Percentages of palliative care patients in Ontario, grouped by length of hospital stay 
in their last 30 days of life, 2014/15

Data source(s): Continuing Care Reporting System (CCRS), Discharge Abstract Database (DAD), Home Care Database (HCD), National 
Ambulatory Care Reporting System (NACRS), Ontario Health Insurance Plan (OHIP), Registered Persons Data Base (RPDB), provided by the 
Institute for Clinical Evaluative Sciences (ICES).

25.8%
More than a quarter (25.8%) 

of palliative care patients 
spent half or more of their last 

month of life in hospital.

Percentages of palliative care patients in Ontario, grouped by 
length of hospital stay in their last 30 days of life, 2014/15
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Among palliative care patients who spent time in 
hospital in their last 30 days of life, the average 
(median) number of days varied by region, ranging 
from 4 days in the Hamilton Niagara Haldimand 
Brant and South East LHIN regions to 8 days in the 
North West LHIN region. 

Location of death
Most caregivers of patients receiving palliative care 
report that they and the patient had a preferred 
place of death. About two-thirds of people in 
Ontario (and across Canada) say they would prefer 
to die at home, but there is a mismatch between 
their preferences and the reality, which is that most 
people die in hospital.[18] A seven-country study 
of older patients who died of cancer found that 
palliative care at the end of life was most hospital-
centric in Belgium and Canada, and less so in the 
Netherlands and the United States.[19] In some 
countries, such as the U.K., there are ongoing 
efforts to shift palliative care so that people who 
want their home to be the place where they die are 
able to do so.[20]

While there are ongoing discussions about 
appropriate locations of death,[21,22] the purpose 
of this report is to look at the current reality in 
Ontario for the types of services and locations of 
care that people can expect in the last month of 
life. There are many factors that affect the place of 
death, including patient preference and changes 
in preference over time, caregiver availability, 
community and family support, the nature of the 
illness and the level of disability at the end of life.
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Karen Nicole has kidney disease, has had a kidney transplant, 
a cardiac arrest, and now has a rare cancer. She shared these 
thoughts on palliative care with the Faces of Health Care blog 
(facesofhealthcare.ca/karen-nicole).

“	I definitely have my moments. I will be honest. 
Within the last two years I have called the 
social worker three times to say I’d like to 
sit down and discuss palliative care and 
discontinuing dialysis. Really dark moments. 
Maybe a few too many hours in that room 
doing dialysis by myself without a care partner. 
But I am surrounded by so much love. Every 
weekend during the last month I’ve had visitors 
– people flying in to spend time with me.”

“	I’d put my hospital bed right here, with sunlight 
coming in, and I’d get to pass with dignity and 
in comfort, with help in my own home. At times 
that has been my comfort, my solace.”

Karen’s comfort

Photo of Karen Nicole taken by Seema Marwaha.
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FIGURE 2.4
Percentage of palliative care patient deaths, by location, in Ontario, 2014/15

Data source(s): Continuing Care Reporting System (CCRS), Discharge Abstract Database (DAD), Home Care Database (HCD), National 
Ambulatory Care Reporting System (NACRS), National Rehabilitation Reporting System (NRS), Ontario Health Insurance Plan (OHIP), Registered 
Persons Data Base (RPDB), provided by the Institute for Clinical Evaluative Sciences (ICES). 
Notes: *May include places such as home, hospice, assisted living, retirement home

Among the palliative care patients in Ontario, 
64.9% died in hospital, 23.5% died in the 
community (which includes home, residential 
hospices, retirement homes and assisted living 
homes), and 11.7% died in long-term care homes 
(Figure 2.4).

We provide the location of death for palliative care 
patients who died in Ontario, but focus on hospital 
deaths, as this is where we have the most accurate 
data. Deaths in hospital include palliative care 
patients who died in the emergency department, 
those who were admitted to hospital and complex 
continuing care (specialized medical services for 
people with complex illnesses). 

Percentage of palliative care patient deaths, 
by location, in Ontario, 2014/15

Hospital (inpatient, 
emergency department, 

complex continuing 
care, rehab)

64.9%
Long-term 

care
11.7%

Community*
23.5%
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There is wide regional variation across Ontario in 
the location of death among palliative care patients. 
The rate of hospital deaths ranged from a high 
of 78.9% in the North West LHIN region to a low 
of 50.4% in North Simcoe Muskoka LHIN region. 
(Figure 2.5)

Palliative care patients living in the poorest 
neighbourhoods were more likely to die in hospital 
than those in the richest neighbourhoods (68.5% 
compared with 61.5%). People in urban areas are 
slightly more likely to die in hospital compared with 
those living in rural areas (65.3% compared with 
61.9%). 

FIGURE 2.5
Percentage of palliative care patients who died in hospital, in Ontario, by LHIN 
region, 2014/15

Data source: Continuing Care Reporting System (CCRS), Discharge Abstract Database (DAD), Home Care Database (HCD), National Ambulatory 
Care Reporting System (NACRS), Ontario Health Insurance Plan (OHIP), Registered Persons Data Base (RPDB), provided by the Institute for 
Clinical Evaluative Sciences (ICES)
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Every breath counts
Calvin, 61, explains his illness, waiting to get on a list for a double-lung transplant, and how he first 
found out that he was receiving palliative care.

Unable to breathe
Four years ago, I was getting ready to head out for a meeting on the weekend. I did a lot of 
volunteer work here in the community in Thunder Bay. I took a deep breath of fresh air and all of a 
sudden I couldn’t breathe. My lungs just stopped. The first week or so of being in the hospital I had 
double pneumonia, so I still didn’t really know how bad I was. The pneumonia was getting better, 
but I still wasn’t able to breathe without oxygen. Life was getting pretty scary at that point. After 
a whole bunch of testing, they said that my lungs are burned from the inside out. They’re still not 
sure what’s causing my condition, but they decided I was eventually going to need a double lung 
transplant.

Shocked
I was sent home from the hospital and had a nurse come in several times during the week. One 
day she told me that I was under palliative care. I was a little shocked and didn’t really quite 
understand. Palliative care to me at that point meant that I was dying. After talking to her and 
learning what her job actually was, I felt better and more at ease. I found out that palliative care 
doesn’t just mean end-of-life, but it also means a better and higher quality of life for me and my 
family. It also helps us deal with all the problems of my life-threatening illness, whether they’re 
physical or psychological. 

The care team
Now in 2016, my lungs deteriorate a little bit more each year. There’s nothing I can do to stop that, 
but they can slow it down with a variety of medications. I have a team and they work very well 
together, from my doctor, my nurse and two specialists to my rehab team and lung transplant team. 

3. Conversations and Caregivers

Photo of Calvin taken by Alan Dickson. 



Lungs
I’m waiting and as soon as my lungs get bad enough, I will be put on the list for a double-lung 
transplant. Once I’m put on the list, we have to move to Toronto and live there. The maximum wait 
would be two years. When you get put on the waiting list, if the right sized lungs come in that are 
compatible to you, you could be there six weeks. Or you could wait two years. 

The weight
Now I know when I’m getting a lung attack and what to expect. Put a 500-pound weight on your 
chest and try to breathe, upside down, that’s what it feels like to have a lung attack. Or take a deep 
breath in, hold it for 10 seconds and then try to breathe in again without exhaling your air. You can 
get sweats, you can get cold, or you just pass out, which I have done many times. 

Benefit of early palliative care
The palliative care approach with me improves life for me and my family. The goal is to keep me as 
healthy as possible until I need that double-lung operation. Double lungs last between five and 10 
years and that’s it. They’re hoping they can hold me off on the lung transplant until I’m 65, that’ll get 
me to possibly 70 or 75. 

The future
We all joke at rehab that we get up in the morning, have our coffee and look at the back of the 
newspaper and if our names aren’t listed in the obituaries, we get up, get dressed, have a shower 
and go on with our day. I started a support group here for people with lung problems called Every 
Breath Counts. My wife Lois helps run the meetings for us.

For the caregiver perspective from Calvin’s wife, Lois, see “In good hands” on page 36

3. Conversations and Caregivers
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Photo of Calvin taken by Alan Dickson.
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Research suggests that conversations about 
care that people would like to receive in the event 
that they become very sick are associated with 
improved quality of care, and patient and caregiver 
satisfaction with communication and decision-
making.[23]

Discussions about 
wishes 
Based on the results of the Commonwealth Fund 
Survey of Older Adults conducted in 2014, about 
two-thirds of people in Ontario aged 55 and older 
had discussions with a family member, a close 
friend, or with a health care professional about what 
health care treatment they want, or do not want, in 
the event they become very ill or injured and cannot 
make decisions for themselves. Ontario ranks 
among the highest in Canada and internationally 
when it comes to these conversations, comparable 
to Germany (65%), higher than the U.K. (33%) 
and lower only than the U.S. (72%), although 
the wide variation internationally may be affected 
by differences in legislation that might skew the 
numbers one way or another for some countries. 
(Figure 3.1)

Note that these types of conversations do  
not necessarily relate to the formal process  
of Advance Care Planning in Ontario  
(for more, see sidebar “Advance Care  
Planning in Ontario”).

FIGURE 3.1
Percentage of adults 55 and older who report that they had a discussion with family, 
a close friend, or with a health care professional about what health care treatment 
they want, or do not want in the event they become very ill or injured and cannot 
speak for themselves, in Canada and internationally, 2014

Data source(s): 2014 Commonwealth Fund International Health Policy Survey of Older Adults 
Notes: Only statistically significantly different results from Ontario are shown. 
See Methods Notes for a description of statistical significance.

Percent

100

80

60

40

20

0

N
ew

fo
un

d
la

nd
an

d
 L

ab
ra

d
or

N
ew

 B
ru

ns
w

ic
k

P
rin

ce
 E

d
w

ar
d

Is
la

nd

N
ov

a 
S

co
tia

Q
ue

b
ec

S
as

ka
tc

he
w

an

O
nt

ar
io

Fr
an

ce

N
or

w
ay

S
w

ed
en

U
ni

te
d

K
in

gd
om

N
ew

 Z
ea

la
nd

N
et

he
rla

nd
s

A
us

tr
al

ia

S
w

itz
er

la
nd

C
an

ad
a

O
nt

ar
io

U
ni

te
d

S
ta

te
s

Provinces/Countries

47

55 55 56 57 57
64

14
21

30 33
40 42

52 53

61 64

72

Higher is better



36 Health Quality Ontario  |  Palliative Care at the End of Life

3. Conversations and Caregivers

In good hands
Calvin’s wife Lois shares her views on her 
husband’s diagnosis and what early palliative  
care means to them.

A weight lifted
Having a palliative care nurse come in takes a 
tremendous load off me. To know that there’s 
somebody qualified who can predict what’s going 
to be happening medical-wise, it’s just a huge 
weight lifted. There would be no way for me to help 
him the way that she does. 

Everything stopped cold
It’s a huge adjustment. He was always so active. To 
see his world shrink from how huge it used to be to 
what it is now was really hard to watch. Everything 
stopped cold when he got sick. It took him about 
two years to just start back with the baby steps. 
For me, I don’t volunteer to the extent I used to, 
I retired a year after Cal got sick. He got ill very 
suddenly. 

The signs
He’s getting to be to recognize when his breathing 
is not doing well and knowing when he has to rest.  
He goes to rehab twice a week, and it’s always 
good to know that he’s in good medical hands 
when he’s down there. That’s two days out of the 
week that I know he’s in a place where if anything 
went wrong, they’d be all over it.

Advice
It’s just a way of rethinking what you can do now 
versus what you could do before, and getting over 
that initial shock of wow, what’s going to happen 
now? You just think if I can’t do this, I can do that. 
That’s just the way you have to approach life, as far 
as I’m concerned. I would say to people, if you are 
in what they call palliative care, have that explained 
to you. What does palliative care mean? Where can 
I go with my life? What can I do? How can I help? 
Seek knowledge.

The palliative care approach with me 
improves life for me and my family.
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Primary care doctors’ 
conversations with 
older or sicker 
patients
While the aforementioned survey is based on older 
adults’ conversations with family, friends or health 
care professionals, another survey was focused 
specifically on primary care doctors. In that survey, 
the 2015 Commonwealth Fund Survey of Primary 
Care Doctors, the doctors were asked whether they 
routinely, occasionally or never had conversations 
with their older or sicker patients about their care 
preferences should they become ill. In Ontario, 
38% of primary care doctors reported that they 
routinely have conversations with older or sicker 
patients about the health care treatment they want. 
Of those who had any conversations (routinely 
or occasionally), about three-quarters (76%) of 
doctors routinely documented their patients’ 
preferences in their medical records. (Table 3.1)

 Routinely Occasionally Routinely/
Occasionally

Having conversations  
(primary care doctor) 38% 47% 86%
Recorded patient preferences 
(among those who mentioned 
routinely/occasionally)

76% 21% 97%

TABLE 3.1 
Primary care doctors’ conversations with older or sicker patients, in Ontario, 2015

Data source: 2015 Commonwealth Fund International Health Policy Survey of Primary Care Doctors.
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Care. (If you don’t decide, under the Health 
Care Consent Act, 1996, a default list of 
people will automatically be assigned as your 
substitute decision-maker.)

•	 Talk to your substitute decision-maker(s), 
family, friends and health care providers 
about your wishes, values and beliefs.

•	 Record your substitute decision-maker and 
communicate your wishes, values and beliefs.

•	 Review your wishes, values and beliefs 
regularly with the substitute decision-maker 
as your decisions may change. 

•	 Consent: In Ontario, health care providers 
are required to get informed consent before 
giving you any treatment or care. That consent 
must come from you, if you are mentally 
capable of doing so. If not, consent must 
come from your substitute decision-maker.

When people are not able to make decisions on 
their own, the process of Advance Care Planning 
can help people in Ontario reflect on their values, 
wishes and the kinds of health care and personal 
care they would like to receive should they 
become incapable of expressing their wishes 
on their own. We currently do not have data on 
Advance Care Planning in Ontario, but here is 
a brief guide on how to approach the process, 
based on information from Hospice Palliative 
Care Ontario.[24]

•	 Think about what’s important to you.  
What makes life meaningful?

•	 Learn about relevant terms.

•	 Decide who will speak on your behalf as 
your substitute-decision maker and record 
this in a Power of Attorney for Personal 

Advance Care Planning in Ontario
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Perspectives from 
caregivers
Family members or other informal caregivers 
play an integral role in the overall care for people 
receiving palliative care. There are as yet no 
system-level data on caregiver experiences in the 
province, but we can still gain valuable perspective 
from a sample of caregivers for patients who died in 
some residential hospices. Because this November 
2014 to October 2015 survey was conducted 
with caregivers for patients who were in residential 
hospices, their experiences may not be reflective 
of caregivers for patients who were not in the 
residential hospice settling. 

From the 2014/2015 CaregiverVoice Survey, according to caregivers for 
patients who received palliative care and died in a residential hospice:

51.9%
stated that, in their last 3 months of 
life, services the patient received at 
home definitely worked well together 
(38.7% said “to some extent”)

76.7%
rated emotional support for the patient 
they cared for in their last week of life 
as excellent 

63.0%
thought they and their family got as 
much help and support from health 
and supportive services as they 
wanted when the patient was at home 
in the last 3 months of his or her life

61.3%
stated the patient they cared for 
definitely experienced smooth 
transitions between settings of 
care in their last 3 months of life

55.6%
knew where the patient wanted to die

67.0%
knew where the patient wanted to die 
and reported that this information was 
recorded by a health care provider

74.2%
rated overall care of the patient they 
cared for in their last 3 months of life 
as outstanding or excellent

45.7%
thought the health care providers 
definitely helped them understand 
what to expect and how to prepare 
for the patient’s death

79.3%
thought the discussion between the 
patients they cared for and the health 
care providers regarding Advance Care 
Planning came at the right time 

80.2%
rated pain management for the 
patient they cared forin their last 
week of life as excellent  

TABLE 3.2 
Experiences of caregivers for patients who received palliative care and died in 
residential hospices, 2014/2015 CaregiverVoice Survey [25]

Data source: CaregiverVoice Survey, provided by McMaster University, 2015. 
Notes: Survey conducted in select Ontario residential hospices (N=534 caregivers).
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illness, the Fraser report established a clear 
path of shared accountability and performance 
measurement to ensure high-quality palliative 
care. When developing performance measures, 
participants in the roundtable for the report 
suggested the system consider the following:

•	 The quality of the patient’s dying experience

•	 Evidence that the patient received high-quality 
clinical care in an appropriate setting of their 
choice

•	 System performance in order to optimize care 
across settings

•	 Patient and caregiver experience

•	 Access to information about available 
resources, such as palliative care beds[28]

Also in 2016, the Ontario Palliative Care Network 
was established as a partnership between health 
care sector stakeholders, including providers, 
patients and caregivers. It aims to transform 
palliative care in Ontario and address the gaps 
within the current system to ensure people in 
Ontario have access to high-quality palliative care, 
and to better plan and connect that care regionally 
throughout the province. 

Progress toward 
better palliative care 
in Ontario
Efforts have been underway for several years in 
Ontario to improve palliative and end-of-life care. In 
2011, more than 80 partners across Ontario came 
together to identify the key components of the 
quality of palliative and end-of-life care, resulting 
in a declaration of partnership, Advancing High 
Quality, High Value Palliative Care in the Ontario.[26] 
The partnership’s vision was to help people with 
life-threatening illness live as they choose and have 
the best quality of life, comfort, dignity and security.

The Ministry of Health and Long-Term Care’s 
Patients First action plan in 2015 identified palliative 
care as a strategic priority for the province’s 
health system. The Bringing Care Home 2015 
report included recommendations that would help 
palliative care, including more resources to help 
family caregivers and respite services (that is, to 
provide much-needed breaks for overburdened 
family caregivers),[27]

In 2016, as a follow-up to this action plan, 
the Palliative and End-of-Life Care Provincial 
Roundtable Report by Parliamentary Assistant 
John Fraser outlined the important steps to achieve 
the goals set out in Patients First. Recognizing 
that palliative care should start sooner in people’s 

Our results show how people in Ontario who have 
been identified as having palliative care needs are 
using palliative care services in their last year of 
life. We know that palliative care started in the last 
month of life for half of palliative care patients in 
Ontario, nearly two-thirds had unplanned visits to 
the emergency department in their last month of 
life, a quarter spent half of their last month of life or 
longer in hospital, and the majority of all palliative 
care patients died in hospital. Less than half of 
palliative care patients received palliative home care 
services and one-third received one or more home 
visits from a doctor (we do not have data about 
home visits from other health care providers). 

The bigger picture
These results give us a sense of the care received 
by palliative care patients in Ontario and what types 
of health care services they are receiving in their 
last month of life. As important as the last month 
of life is, it is only a narrow part of the palliative 
care experience. There are opportunities to provide 
palliative care earlier in the process and to plan 
and connect the care and supports for patients 
receiving palliative care and their families and 
caregivers. We need to learn more about the quality 
of palliative care in the province and to broaden the 
system’s ability to measure the bigger picture of 
palliative care beyond the end-of-life stage in the 
last month. 

The Road Ahead 
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Health Quality 
Ontario’s work in 
palliative and end-of-
life care
Health Quality Ontario made several 
recommendations to improve end-of-life care 
in a 2014 report. Recommendations included 
that all patients approaching the end of life have 
access to specialized, inter-professional, team-
based, integrated care, that patients and informal 
caregivers be provided education about symptom 
management and coping strategies, and that health 
care professionals receive education in end-of-life 
care, including training on providing care to informal 
caregivers.[29] 

Health Quality Ontario provides support to Health 
Links, a provincial approach to improving outcomes 
and experiences of care for frail elderly people and 
those with complex chronic illnesses, including 
end-stage organ failure. Quality Improvement 
Specialists located across the province work 
closely with Local Health Integration Networks to 
implement palliative care best practices and to 
translate innovations into practices that can be 
implemented on a broader scale.

Building on this previous work and partnering with 
the Ontario Palliative Care Network, Health Quality 
Ontario has identified palliative and end-of-life 
care as an area of focus in its strategic plan.[30] 
Over the next few years, Health Quality Ontario 
will continue to work closely with patients, family 
members, caregivers, health care providers, system 
partners and health care organizations to expand 
evidence in quality of palliative and end of life care, 
improve performance measurement and support 
quality improvement efforts across Ontario.
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Methods Notes
The following notes provide a brief description 
of the methods used in this report. For a more 
detailed description, please see the Technical 
Appendix on Health Quality Ontario’s website.

The findings presented in this report are based on 
analysis of administrative and survey data, as well 
as from stories from patients and caregivers with 
lived experience.    

Administrative data
Indicators analyzed using administrative databases 
for palliative care patients at the end of life:

•	 Home care visits

•	 Home visits by a doctor

•	 Unplanned emergency department visits

•	 Being admitted to hospital

•	 Time spent in hospital

•	 Location of death

Using unique identifiers, the records of people 
who died were linked to administrative databases 
including Ontario Health Insurance Plan (OHIP) 
claims database, Discharge Abstract Database 
(DAD), National Ambulatory Care Reporting 
System (NACRS), Continuing Care Reporting 
System (CCRS), and Home Care Database (HCD), 
to identify people who had received at least 
one palliative care service or had an end-of-life 
designation in the last year of life.  This population 
served as the denominator (with additional 
exclusions for some indicators) for looking at the 
services received in the last 30 days of life. 

Limitations of 
administrative data
Limitations pertaining to the selected palliative care 
patient population:

•	 The number of palliative care patients in the 
selected population may be underestimated 
for several reasons including coding practices. 
In some cases, palliative care may be 
delivered but not coded as such. It is more 

Defining the 
‘palliative care 
patient’ population
The analysis used is based on published 
methodology.[31] administrative databases, we 
identified 95,642 people who died in 2014/15.

Of these people, 54,525 (57.0%) had at least one 
palliative care service or end-of-life designation in 
their last year of life that they received across the 
health care sectors. This subset of the population is 
referred as palliative care patients in the report.

Deaths in 2014/15 were identified using the 
enhanced version of the Ontario Registered Persons 
Database (RPDB). Patients who died of major 
trauma and injury were excluded from the analysis 
as they likely did not have an opportunity to receive 
any palliative care due to sudden death.  However, 
we may have not excluded all sudden deaths (i.e. 
the sudden deaths from heart attacks and strokes) 
as some of these patients may have received some 
palliative care services.
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pronounced for the long-term care sector. A 
large proportion of long-term care residents 
likely receive palliative care in the long-term 
care home, however it may not be coded as 
palliative.

•	 The services that qualified palliative care 
patients for inclusion in the selected population 
were subsequently used to measure the 
indicators (i.e., emergency department visits, 
hospital admissions, etc.) which may bias the 
results.

•	 Some palliative care patients included in the 
selected population may not have been eligible 
for any other palliative care services in the 
community as they may have received their 
first and only palliative care service during the 
hospitalization at their last month of life, and 
died during that admission.

Limitations related to interpretation of results:

•	 The results should be interpreted with caution 
as regional variation in the observed rates 
of services could potentially be affected by 
availability of resources for providing palliative 
care (i.e. palliative designation in home care, 
SRC-95).

•	 In some sectors, administrative databases do 
not capture care provided by non-doctors such 
as nurses and nurse practitioners who may be 
providing a substantial portion of palliative care 
(i.e. OHIP).

Survey data
Indicators analyzed using the Commonwealth Fund 
survey data:

•	 Percentage of adults aged 55 and older who 
report that they had a discussion with family, a 
close friend, or with a health care professional 
about what health care treatment they want, 
or do not want, in the event they become very 
ill or injured and cannot make decisions for 
themselves, in Canada and internationally

•	 Percentage of primary care doctors who report 
that they routinely have conversations with older 
or sicker patients about the health care treatment 
they want or do not want in the event they 
become very ill, injured, or cannot make decisions 
for themselves, in Canada and internationally

•	 Percentage of primary care doctors who 
document their patients’ preferences in their 
medical records after having conversations 
(routinely or occasionally) with their older or 
sicker patients about the health care treatment 
they want or do not want in the event they 
become very ill, injured, or cannot make 
decisions for themselves

Commonwealth Fund 
survey overview
As part of its mandate, the Commonwealth Fund 
(CMWF) has been conducting the International 
Health Policy Survey in 11 countries (Australia, 

•	 Administrative data has a limited capacity to 
capture clinical details, quality of care received 
or appropriateness of health service utilization. 

•	 The presented results do not capture the 
number and frequency of palliative care services 
received by each palliative care patient. Also, 
there is no evidence on the appropriate number 
of palliative care services and whether receiving 
one service is sufficient. It is hard to interpret 
the results as there are no benchmarks or 
targets on the acceptable rates of care.

Significance testing 
for administrative 
data
Statistical significance was determined by 
comparing the 95% confidence intervals for 
each value. Confidence intervals were used to 
compare results at the regional level and at the 
neighbourhood income level. A value is said to be 
significantly different from another if the confidence 
intervals for the two values do not overlap. The 
report states an increase/decrease or higher/lower 
result only when results are statistically significant 
based on this method of testing.
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Canada, France, Germany, Netherlands, New 
Zealand, Norway, Sweden, Switzerland, United 
Kingdom and United States) for more than a 
decade. 

In a triennial cycle, the IHP survey targets different 
populations, including doctors, older adults, and 
the general adult population. Data for this report are 
taken from the 2014 and 2015 years of the survey. 
The 2014 CMWF survey reflects the perceptions of 
a random sample of adults aged 55 or older who 
were surveyed via telephone between March and 
May 2014. 

The 2014 CMWF data were weighted to represent 
the Canadian and Ontario population aged 55 and 
older. Parameters used for weighting were age-
by-gender, education and knowledge of either 
English or French, all based on information from 
the 2011 census by Statistics Canada. The 2015 
CMWF survey reflects the perceptions of a random 
sample of primary care doctors who were surveyed 
online, by mail, and telephone between March and 
November 2015.  

The data were weighted to account for the over-
representation of primary care doctors in some 
provinces, the availability of the email addresses, 
and the differential non-response along known 
geographic and demographic parameters. The 
weighting adjustment was conducted in 2 stages:  
design weight and stratification weight.  

Data were weighted by age and gender within 
Ontario, Quebec and the rest of Canada. 

provincial comparisons, statistical tests were 
conducted to compare each province’s response to 
every other province and to Canada as a whole.

Ontario’s results were also compared to other 
countries. Significance was assessed based on 
a P-value of less than 0.05, meaning that there 
was less than a 5% probability that the difference 
was due to chance rather than real differences in 
respondents’ experiences.

CaregiverVoice 
Survey
The CaregiverVoice (CV) survey reflects the 
perceptions of a small sample of caregivers for 
patients who died in some of Ontario’s residential 
hospices. The survey was conducted between 
November 2014 and October 2015.  

The results from the CV survey that are reflected in 
this report include:

•	 Percentage of caregivers who stated that, 
in their last 3 months of life, services the 
patient received at home worked well together 
(definitely and to some extent)

•	 Percentage of caregivers who thought they and 
their family got as much help and support from 

Additionally, it was subsequently weighted to reflect 
Canada’s distribution of primary care doctors 
by province. All benchmarks were derived from 
the January 2015 Canadian Medical Association 
Masterfile. In this report, we compare Ontario data 
to the international survey results where possible. 

Commonwealth Fund Survey limitations:

•	 Small sample sizes and wider margins of 
errors make statistical testing difficult for some 
provincial comparisons.

•	 The survey provides self-reported data, which 
relies on respondents to recall aspects of their 
health care or the health care they provided in 
the case of doctor surveys over the previous 
one to two years. There may be some gaps 
or errors in their memory of events, and the 
survey is not able to verify information.

•	 The variation of the results internationally and 
provincially may be related to differences in 
care practices in each country or province.

Significance testing 
for Commonwealth 
Fund survey data
Social Sciences Research Solutions conducted 
statistical analyses to compare responses across 
countries and provinces within Canada. For 



46 Health Quality Ontario  |  Palliative Care at the End of Life

Methods Notes

health and supportive services as they wanted 
when the patient was at home in the last 3 
months of his or her life

•	 Proportion of caregivers who stated the patient 
they cared for definitely experienced smooth 
transitions between settings of care in their last 
3 months of life

•	 Percentage of caregivers who rated overall 
care of the patient they cared for in their last 3 
months of life as outstanding or excellent

•	 Percentage of caregivers who rated pain 
management for the patient they cared for in 
their last week of life as excellent

•	 Percentage of caregivers who rated emotional 
support for the patient they cared for in their 
last week of life as excellent

•	 Percentage of caregivers who knew where the 
patient wanted to die

•	 Percentage of caregivers who knew where 
the patient wanted to die, reported that this 
information was recorded by a health care 
provider

•	 Percentage of caregivers who thought the 
health care providers definitely helped them 
understand what to expect and how to prepare 
for the patient’s death

•	 Percentage of caregivers who thought the 

discussion between the patients they cared 
for and the health care providers regarding 
advance care planning came at the right time

CaregiverVoice survey limitations:

•	 The experiences of these caregivers may not 
be reflective of the experiences of caregivers 
who cared for patients not residing in 
residential hospices. 

•	 Most, though not all, residential hospices 
participated in this roll-out.

For details on additional indicator-specific details 
and limitations, please see the individual indicator 
templates in the online Technical Appendix.
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