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Executive Summary
It has been estimated that 90% of deaths, and therefore 90% of the population, can benefit from end-of
life care (Carstairs, 2010). There is evidence, both anecdotal and quantitative that this service is not
meeting its current demand. In Nova Scotia in particular, a high prevalence of chronic disease, combined
with an aging population indicate the demand for this service will only grow, as will the gaps that exist if
the issue is not addressed.
The purpose of this report was to examine the degree to which Nova Scotians have access to quality
end-of-life care and offer a set of recommendations to ensure all Nova Scotians can die with dignity in a
setting of their choice. Both quantitative and qualitative data were used to inform the report, including
academic and white literature, focus groups, interviews and a survey were conducted in order to
ascertain Nova Scotia specific information from key informants and stakeholders.
Given that out-of-hospital services are not covered under the Canada Health Act, development of endof-life care services have developed in a piecemeal way, resulting in varying levels of services and access
to those services between provinces (see appendix B). As of 2008, relative to most other jurisdictions,
Nova Scotia lacked in several areas in achieving a “gold standard” to palliative home care (Quality Endof-life Care Coalition of Canada, 2008). Further, data from CIHI, as well as information garnered through
stakeholder consultations indicates that there is substantial variation between and within the district
health authorities, long term care facilities and home support agencies in Nova Scotia with respect to
policies, procedures, data collection and services available.
Specifically, data indicates that the majority of Nova Scotia deaths occur in hospital (60%), and even
more concerning, is that of those who die in hospital only 38.4% receive palliative care (Canadian
Institute for Health Information, 2011). Further, there are high levels of acute care utilization, including
an average of nearly 25 hospital days in the last year of life, with marked variability between districts
(CIHI, 2011).
Further system gaps are noted, both in the literature and through stakeholder consultation with respect
to: end-of-life services for those who die of a non-cancer diagnosis, professional and public education,
implementation of advanced care plans, adequate caregiver support and bereavement, and generally
coordination throughout the continuum of care.
Recommendations based on findings are largely based around recognition of the importance of end-oflife care, the need for provincial leadership for end-of-life care, standardization across the province with
respect to end-of-life care, greater education and awareness around end-of-life issues for health care
providers, and broadening of end-of-life care to include those who die from longer, more protracted
illnesses.
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Introduction
What is End-of-life Care?
There has generally been a lack of standardized terminology when referring to palliative care, hospice
palliative care, and end-of-life care, resulting in many different definitions, with often overlapping
elements. Traditionally, as depicted in figure 1, palliative care has meant the termination and curative
treatments altogether. This has created hesitance from both physicians and patients to refer and accept
palliative care, resulting in poor pain and symptom management (Carstairs, 2010). The “better concept”,
also depicted in figure 1, reflects that end-of-life care should start early on in the disease trajectory, can
co-exist with curative and other treatments, and also extends past death to include bereavement
services for the deceased loved ones. For the purposes of this report we have adopted a definition that
is congruent with the latter conceptualization: the World Health Organization’s (WHO) definition of
palliative care (see Box 1). While WHO uses this as a definition of palliative care, we will use the term
end-of-life care as end-of-life care is typically broader than palliative care, including services such as
respite and home care (CIHI,2011), which is reflected in the WHO definition.

Source: Murray et al (2005).
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Figure 1. Conceptualizations of end-of-life care

Box 1: World Health Organization Definition of Palliative Care
Palliative care is an approach that improves the quality of life of patients and their families facing the problem
associated with life-threatening illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial and
spiritual. Palliative care:










provides relief from pain and other distressing symptoms;
affirms life and regards dying as a normal process;
intends neither to hasten or postpone death;
integrates the psychological and spiritual aspects of patient care;
offers a support system to help patients live as actively as possible until death;
offers a support system to help the family cope during the patients illness and in their own bereavement;
uses a team approach to address the needs of patients and their families, including bereavement
counselling, if indicated;
will enhance quality of life, and may also positively influence the course of illness;
is applicable early in the course of illness, in conjunction with other therapies that are intended to prolong
life, such as chemotherapy or radiation therapy, and includes those investigations needed to better
understand and manage distressing clinical complications.

In order to understand how end-of-life care should be designed and delivered it is important to
understand what a good death looks like. According to Smith (2000) there are 12 key principles of a
good death:
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.

To know when death is coming and to understand what can be expected.
To be able to retain control of what happens.
To be afforded dignity and privacy.
To have control over pain relief and other symptom control.
To have choice and control over where death occurs (at home or elsewhere).
To have access to information and expertise of whatever kind is necessary.
To have access to any spiritual or emotional support required.
To have access to hospice care in any location, not only in hospital.
To have control over who is present and who shares the end.
To be able to issue advance directives that ensure wishes are respected.
To have time to say goodbye and control over other aspects of timing.
To be able to leave when it is time to go and not to have life prolonged pointlessly.
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As can be seen, there are several overlapping elements
between the WHO definition of end-of-life care and what a
“good death” entails, such as symptom relief, psychological
and spiritual needs, implicating elements of care early in
diagnosis (e.g. advanced directives) and generally being
patient- and family-focused. The overlap between end-oflife care and a good death imply that in order to have a
good death, the elements of end-of-life care must be in
place.
Why is End-of-life Care Important?

Why is End-of-life Care
Important?
-90% of the population can
benefit from EOL care
-15%-30% of Canadians have
access to quality EOL care
-The number of annual deaths
is expected to increase by 33%
by 2030

It has been estimated that 90% of deaths, and therefore
90% of the population, can benefit from end-of-life care;
however, only 15%-30% of Canadians have access to
quality end-of-life care (Carstairs, 2010). This service is
especially relevant to Nova Scotia given the province has the highest percentage of those 65 and older in
the country (16.5%) (Statistics Canada, 2011). Given the aging population, the number of annual deaths
is expected to rise. Specifically, Statistics Canada estimated that from 2004 to 2030 there will be a 33%
increase in the number of annual deaths (Canadian Hospice Palliative Care Association, 2010).
The population of Nova Scotia also typically has poor health behaviours and health outcomes compared
to national averages (see table 1). A chronically ill population will further exacerbate the need for endof-life care.
Table 1: Health Behaviours and Outcomes of Nova Scotians Compared to the National Averages1

1

Health Behaviours

NS

Canada

Current smoker, daily or occasional

23.2%

20.8%

Heavy drinking

20.5%

17.3%

Fruit and vegetable consumption

36.3%

43.3%

Health Outcomes

NS

Canada

Overweight or obese

60.7%

52.3%

Obese

25.2%

17.5%

Arthritis

26.0%

16.1%

Data from 2009/10 Canadian Community Health Survey; Statistics Canada (2011). Health Trends. Catalogue No. 82-213-XWE
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Diabetes

8.0%

6.4%

Asthma

9.3%

8.5%

High blood pressure

21.0%

17.1%

COPD

6.3%

4.3%

Purpose
The purpose of this report is to examine the degree to which Nova Scotians have access to quality endof-life care, to identify the services and supports that exist in the province as well as the gaps and
challenges in providing end-of-life care, and offer a set of recommendations to improve access to quality
end-of-life care to ensure all Nova Scotians can die with dignity in a setting of their choice.

Scope and Methodology
Both quantitative and qualitative data were used to inform the report. Academic and white literature
was consulted and focus groups, interviews and a survey were conducted in order to ascertain Nova
Scotia specific information from key informants and stakeholders (see Appendix A for list of focus
groups participants and interviewees). Data on home care from the provincial SEAscape database on
utilization of the program by clients at end-of-life was used, as was available CIHI data on location of
death and healthcare utilization at the end-of-life.
While the report is meant to broad be broad in scope, it is not exhaustive. The report does not focus on
specific populations which may have unique needs at the end-of-life, such as Aboriginal populations, or
children. Further, the report does not directly obtain information from those who are dying and their
family caregivers. Rather, this information was obtained through published literature on client
satisfaction, interviews with Caregivers Nova Scotia and ongoing work from the Network for End-of-life
Studies at Dalhousie University. As such, these scope limitations should be considered before
generalizing these findings.
What is the Current End-of-life Care Situation?
Internationally
A 2010 report from the Economist Intelligence Unit (EIU) compared 40 countries on several indicators of
quality of death. Disappointingly, Canada’s results were mediocre, tying the United States at 9th for
overall quality of death (a score of 6.2 out of 10). On a five-point scale Canada was given a five on
availability of pain-killers and a three out of five on public awareness of end-of life care, both of which
contributed to the quality of end-of-life care indicator.
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Despite being a relatively wealthy country with a publicly funded healthcare system, Canada’s
performance was unimpressive, especially with respects to costs of care ranking 27th out of 40. This is
most likely due to the fact that the Canada Health Act does not mandate provinces to provide public
coverage of out of hospital care and many palliative services are provided in the home, community, and
long-term care facilities. As a result provinces have individually developed policies for covering home,
long-term care and palliative services to different extents, under different criteria resulting in varying
costs to the patient depending on where they reside. The EIU evaluation specifically identifies the
financial burden to the patient as one of Canada’s weaknesses regarding end-of-life care.
The United Kingdom, Australia and New Zealand were ranked the top three countries respectively in
terms of overall quality of death (see table 2) (EIU, 2010). Generally, these three countries ranked
among the top on the indicators contributing to the quality of death index. It has been suggested that
these three countries are ranked the highest because of their relative wealth and long-time
acknowledgement of the importance of national end-of-life care strategies, among other elements (See
Box 2).
Table 2: International rankings of Quality of Death

Box 2. Strengths common to Australia, New Zealand and the UK:
Life expectancy at birth

Average payment by patient for end-of-life care services

Public awareness of end-of-life care

Do not resuscitate policies

Political instability risk

National pension scheme coverage

Availability of volunteer workers

End-of-life policy recognition

Availability of pain-killers

Availability of public funding for end-of-life care

Doctor-patient transparency

Accreditation for end-of-life care providers

Government attitude towards end-of-life care

Existence of government-led national palliative care strategy
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Nationally
Given that out-of-hospital services are not covered under the Canada Health Act, development of
palliative care services have developed in a piecemeal way, resulting in varying levels of services and
access to those services (see appendix B). As of 2008, relative to most other jurisdictions, Nova Scotia
lacked in several areas in achieving a “gold standard” to palliative home care (Quality End-of-Life Care
Coalition of Canada, 2008). These areas included tracking/managing wait times for palliative home care;
policies for 24/7 access to hospice palliative care case management services; policies to promote a
team-based approach to care; policies on distribution, storage, handling, disposal of pharmaceuticals in
the home; education/advice for families on administering medications and monitoring equipment; and
support for research in palliative home care (QELCCC, 2008).
Given the variation in end-of-life care services and practices across the country, it is not surprising that
provinces differ with respect to location of death and hospital utilization at the end-of-life. Despite
variation the trends across provinces are similar with the majority of deaths occurring in hospital, low
rates of home deaths, and the majority of decedents being hospitalized in the last year of life,
accounting for 13-29 hospital days (see table 3) (Canadian Institute for Health Information, 2011).
Table 3: Location of death and hospitalizations in the last year of life.
NS

NB

PE

NL

MN

SK

AB

BC

Percentage of hospital deaths

59.8

67.4

54.4

63.9

67

52

65

53

Percentage of home deaths

18.12

13.7

12.8

12.8

11

--

15

17

Percentage of patients hospitalized at
least once in last 360 days of life

67.3

73

71.7

69.8

70.8

69.3

69.9

52.4

Mean hospital days in last 360 days

24.7

28

27.2

24.4

28.6

20.4

26.9

13.1

Source: CIHI (2011)

2

Atlantic data is from 2007/08 whereas Western data is from 2003/04.
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Provincially
District Health Authorities’ Palliative Care Program3
Currently there is no single point of entry for
palliative care services in NS and there are no
consistent standards of care and minimal
Dying in Nova Scotia
evaluation/quality review mechanisms (Nova
-60% of deaths occur in hospital
Scotia Hospice Palliative Care Association,
n.d.). As of 2008, there was significant
-38% of which receive no
variation in access to and types of end-of-life
palliative care
services offered among the district health
-18% occur at home
authorities (DHAs) (see appendix C). For
example, there were only three districts with
-19% occur in another health facility
funded palliative beds (DHAs 9, 8, 6) and only
-67% are hospitalized in the last year of life
the largest two DHAs have palliative care
team availability 24/7, only four have access
-The average decedent accounts for 25
to a palliative care social worker, only two to
hospital days prior to death.
palliative care pharmacists, pastoral care, and
only one to a palliative care educator. While it
is not expected that all DHAs would have
equal palliative care sources, as there is variation between DHA population size and number of annual
palliative referrals, this information does suggest that that there may be inequitable access to various
palliative care services between the DHAs.
This variability was echoed in the information gathered from focus groups conducted with the District
Managers of Palliative Care. Managers reported variable processes and access to end-of-life service and
supports resulting from a lack of standardization across the province. For instance, there is no provincewide defined set of core services which should be offered at end-of-life resulting in variation across
districts with respect to the specific services and supports and to whom they are offered. Variation also
exists within the policies, practices, and procedures utilized within the DHAs resulting in inequitable
access to service. For example, the Musquodobit-Eastern Shore area within CDHA does not have access
to a palliative care team. Additionally, there are variations among DHAs in terms of time of day services
can be accessed and the types of supports available. Some DHAs have no designated palliative care
beds and those which do are often financially supported by the hospital foundation. Some district
programs work with community based, or hospice agencies to provide supports (e.g. family education,
volunteer grief supports), but this also varies, and has its own unique set of challenges and barriers (see
Hospice).

3

Also includes IWK
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As demonstrated by appendix C and focus group participants, a lack of a comprehensive provincial
program and strategy is resulting in a scattered approach to palliative care within the province. A salient
theme uncovered in the focus group was the lack of provincial leadership in end-of- life care and
therefore lack of standardization between the DHAs. Other salient themes are discussed below in Box 3.
Box 3: Challenges Identified by District Palliative Care Managers


Referral Mechanisms & Single Point of Entry –lack of a single entry access to palliative
care programs has resulted in variable referral mechanisms across province (e.g.
physician only referral, health care professional referral, self-referral)



Wait Lists – inconsistency with respect to how wait lists are managed (e.g. varied triage
tools/mechanisms)



Admission Criteria – arbitrary policy on when entry to palliative care program is
problematic in the context of illness trajectories as illness progression is unpredictable
and not uni-directional.



Access to Medication – inconsistency with respect to patient access to pain and
symptom management (e.g. after hours, weekend overnight pain management).



Data Collection- methods and tools to collect data (e.g. client satisfaction, waitlists etc.)
varies and in some cases is not done at all

Residential Care
Given nursing homes are where many people spend their last days, these facilities are an integral
element to provision of quality end-of-life care. In order to ascertain the end-of-life care environment in
long-term care settings, a survey was sent out to all nursing homes and ARC/RRCs in the province
(n=91)4. The response rate was 47.3% which comprised 42 nursing homes and one ARC/RRC5. The
majority of respondents were Directors of Care (63.6%), and the average number of nursing home beds
per facility was 80.36.

4

Response rate was calculate using 91 as the denominator which include the seven ARC/RRCs in the province as well as 84
nursing homes which was calculated using email distribution lists.
5

District health authorities were represented variably across the province with DHA 2 (SWHA) being the most represented with
a 55% response rate and the least represented was DHA 4 (CEHHA) with a 28.6% response rate. Although the response rate
nearly doubles from lowest to highest, it should be noted that due to relative low number of nursing homes a large percentage
difference may only represent a one or two response difference.
6

This did not include respite, rcf or adult protection beds.
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Respondents were asked to indicate on a five point likert scale the degree to which statements were
descriptive of their organization7. While the vast majority of respondents (83%-93%) indicated their
facility embraces a philosophy of care which is congruent with quality end-of-life care, there are several
salient themes emerging from the survey which identify areas for improvement and are discussed
below.
1. Access and Coordination with District Palliative Care Teams
While 39% of respondents agreed that they were able to access the district consult team when
needed, 42% felt this was not true. When asked if the district team was accessible through an onsite
visit 35% agreed they were, however 42% did not agree this was true. When asked if the district
palliative care consult team was accessible for a telephone consult 47% agreed and 39% disagreed.
Particularly concerning is that of the 18 respondents who could not access the district team via an
onsite consult, only one reported they could access the team via a telephone consult. Respondents
from DHAs 4, 6, 7 and 8 felt that they were able to access a consult team at least by telephone. The
number and percentage of respondents who did not agree that they were able to access a district
team via telephone or onsite visits are broken down by DHA in table 4 8
Table 4: Percentage (and number) of respondents indicating they could not access their DHA Palliative
Care team via onsite visit or telephone
DHA

1

2

3

4

5

6

7

8

9

%
(number)

50% (2)

60% (3)

75% (3)

0 (0)

67% (2)

0 (0)

0 (0)

0 (0)

55% (6)

These data suggest that there are gaps with respect to accessing the district palliative care teams across
the province. Commentary from respondents suggests that there is interest in accessing district services
more, however there appears to be gaps with respect to awareness of their resources and how to access
them. One respondent (from DHA 8) indicated that physicians’ unwillingness to refer patients to
palliative care is an issue and the district team will not accept a referral unless sit is from a physician.
2. Advanced Care Planning
Sixty per cent of respondents indicated that their facility has processes in place for advanced care
planning, however only 54% indicated that every resident had an advanced care plan on their file. Sixtyone percent indicated that advanced care plans are revisited regularly or after a resident’s health status
7

Those who responded 4 or 5 grouped together as descriptive of organization; those who responded 1 or 2 were grouped as
not descriptive as the organization.
8

Defined as those who chose 1 or 2 for both questions regarding access to a district palliative care team.
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changes and 75% indicated that advanced care plans are implemented according to resident wishes.
While the majority of facilities responded favorably, the results still suggest that there are residents who
do not have advanced care plans and even of those who do, the plan may not be implemented.
However, it is encouraging to note that 77% of respondents indicated that residents at the end- of -life
are not often transferred to emergency or another acute facility, and if this does occur 84% indicated
that an advanced care directive accompanies the resident to hospital.
3. Clinical Practice Guidelines
When asked about clinical practice guidelines ( CPG) for palliative care, only 37% of respondents
indicated that CPGs are used for the assessment/ determination of palliative status and 42% indicated
that CPGs exist for the management of palliative residents. Slightly more (57%) indicated that CPGs exist
for pain and symptom management of palliative residents. The lack of CPGs suggests there is a lack of
standardization with respect to end- of- life care in long-term care, thereby potentially leading to
variability within and between facilities. The low numbers may reflect that more research is needed,
especially given those dying in long-term care tend to be frail elderly whose death may be difficult to
predict. A lack of willingness or comfort in determining someone as palliative may also contribute to
lower than desirable numbers in this area.
4. Education
Staff education
With respect to education, more than half (54%) of respondents felt that their staff have the
appropriate knowledge and skills around end- of -life care. This still leaves substantial room for
improvement, especially given only 25% of respondents reported that staff had completed specialized
palliative care training modules/ program; however 54% reported that the organisation provides and/or
supports opportunities for staff to further their palliative care education9. Commentary from
respondents suggests that there is a desire for staff to obtain further education on the topic, however
commonly cited barriers to doing so were predominately related to lack of resources, including the time,
materials, replacement, and travel costs which may be associated with receiving further education. One
respondent also identified staff turnover as a challenge associate with providing education.
Physician education
When asked if residents’ physicians had specialized training in palliative care only 21% felt this was true,
and 37% felt this was somewhat true. However several respondents noted that they are not privy to the
education of physicians. One respondent expressed that although some physicians obviously needed
more training, they had little impact on whether that training was received.
9

It should be noted that some reported that although they do not provide education, their staff receive education
around palliative care in their professionals curriculum. For example all medical schools include palliative care as
part of their education and is part of the CCA curriculum
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Resident/ Family education
Sixty-three per cent of respondents felt that their facility provided education and information about a
resident’s prognosis and expectations, however 19% felt this was only somewhat descriptive of their
organization and 7% felt it was not. Fifty-eight per cent felt that conversations around palliative care
begin early enough to ensure that residents are able to benefit from end-of-life care, however 28% felt
this was only somewhat descriptive of their facility. Several respondents indicated that they had
developed or were in the process of developing written materials to communicate with and educate
family members about prognosis and expectations around end-of-life.

Volunteer Education
Just over half (53%) of respondents indicated that they had palliative care volunteers, however, of those
who had palliative care volunteers, only 30.4% provided specialized palliative care training for them.
5. Bereavement & Follow-up
Less than one-third (32%) of respondents indicated that family members are offered bereavement
services either directly or by connecting them with the appropriate services. Nearly half (47%) of
respondents indicated that they do not follow-up with the family to determine their satisfaction with
the care received at the end-of-life, and another 19% felt this was only somewhat descriptive of their
organization to do this. Less than half (44%) of respondents agreed that after death, staff that cared to
the deceased resident are offered support (e.g. grief counselling, opportunity to attend funeral). While
survey responses indicate there are gaps, commentary from respondents suggests that these supports
exist informally (e.g. asking families if they are satisfied leading up to and after death). Several
respondents indicated that typically there is a rapport with family members so there is open
communication throughout which offers insight regarding their satisfaction level. Further, several
respondents indicated that they hold memorial services throughout the year to recognize all of the
deceased residents over that period of time, to which families are invited. Several respondents also
indicated that staff will attend funerals and visitations.
6. Privacy
While the majority (44%)10 of respondents indicated that they had single rooms, almost as many
respondents indicated that they do not (40%). Particularly concerning is that the majority of those who
did not have single rooms, indicated that they do not use other methods to ensure privacy at the end-oflife (e.g. moving the resident or roommate to a different location) (see table 5). While the majority of
respondents identified having capacity for greater privacy at the end-of-life would improve end-of-life
10

Majority is less than 50% due to non-response.
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care, several respondents agreed that the benefit of having a designated room for end-of-life care would
be undermined by having to move the resident to another wing with different care providers.
Table 5: Privacy measures at the end-of-life in nursing homes

Single rooms

Yes

No

No Response

19 (44%)

17 (40%)

7 (16%)

Of those who indicated that they did not have single rooms (n=17):
Move dying resident to Respite Beds

4 (23.5%)

12 (70.6%)

1 (5.9%)

Designated Palliative care rooms

6 (35.3%)

11 (64.7%)

0 (0%)

Move dying resident to empty room

7 (41.2%)

9 (52.9%)

1 (5.9%)

Move roommate to empty room

6 (35.3%)

11 (64.7%)

0 (0%)

Although not included in the survey, there are several promising initiatives which impact end-of-life care
in nursing homes (see box 4). Currently these initiatives are only being rolled out in Capital District
Health Authority.
Box 4: Innovative Initiatives for End-of-life Care in in Nursing Homes in CDHA
Care by Design
The Palliative Care Committee of Care By Design has produced Orders for the Actively Dying Resident to
implement best practice end-of-life care that is standardized for all long term care facilities in CDHA. The
orders include a list of common medications shown in practice to be safe and effective for subcutaneous
administration for pain and symptom management.
Extended Care Paramedic (ECP) Program
The ECP program, implemented in February 2011 which allows advanced care paramedics to deliver
care in nursing homes in CDHA has had a positive impact on end-of-life care. Of 239 patient calls
attended to by the EPC team, the majority (78%) were treated onsite and did not have to be transferred.
Several of these calls were for end- of- life care, resulting in most residents not being transported to the
hospital, but rather, were supported to die at the facility. This is a fundamental shift in thinking and
philosophical approach from the typical paramedic model.
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Home Care
The province of Nova Scotia has committed to providing more care at home (Nova Scotia Department of
Health and Wellness, 2006). Given the majority of the population would prefer to die at home but is not
able to do so for a variety of reasons, home care is particularly important for the provision of quality
end-of-life care. According to Nova Scotia’s Palliative Home Care Policy (2011), clients may be
considered “palliative” when a) their condition has been diagnosed by a physician as terminal with life
expectancy of weeks or months; b) active treatment to prolong life is no longer the goal of care; and c)
the case management process has determined through assessment that the individual has “end stage”
palliative care service needs (Nova Scotia Department of Health and Wellness, 2011). The policy gives
palliative care clients first priority with respect to home care. However, policy stipulates that to receive
Enhanced Palliative Care services, an individual must be within 90 days of death. While this is an
improvement from the former three week time frame, it still may preclude some from receiving
palliative home care within a reasonable time frame if at all. Policy also requires physician referral,
which may further limit those who can access palliative home care, especially if the family physician is
hesitant to refer, given the 90 day time frame. Further, services authorized may vary depending upon
the assessment of the Care Coordinator and their knowledge about palliative care needs. As can be seen
in box 5, palliative clients represent a significant proportion of home care clients (18%), however the
majority of these clients are flagged as palliative, and are not receiving enhanced palliative care.
Box 5: The Nova Scotia Home Care program in 201111:
-1339 clients in the Enhanced Palliative Care program
-An additional 2831 clients were flagged as palliative on the service plan.
-Together, palliative clients represent 17.7% (4170) of the total home care caseload (23, 457).

A focus group conducted with the provincial home support network indicates that greater coordination
of home care with other types of care is desirable and could enhance care. For example, the multiple
providers which make home visits (e.g. VON nursing and home support agencies) could book visits
together to facilitate information sharing and reduce duplication of information. Better coordination
between acute care and home support agencies could improve patients care, particularly with respect
to transitions to and from hospital. Continuity of care providers was also an identified issue. Home
support agencies endeavor to keep the same team of care providers for continuity but this is not always
possible. Similar to information garnered from district palliative care programs and long term care
facilities, focus group participants identified a lack of consistency among districts, with some authorizing
a wider array of services or more hours of service than others. Many of these concerns were echoed
through an interview with Caregivers Nova Scotia who also identified the lack of continuity of care
11

Data obtained from provincial SEAscape database
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providers through home care as well as scheduling issues which contributes to the inability of caregivers
to plan their own respite time
Previous to February 2012, access to medication coverage was also variable between districts. However
the Department of Health and Wellness recently extended Palliative Home Care Drug Program which
covers the full cost of drugs intended for use in end-of-life care at home12. Previous to this year the
program was only available in three district health authorities. Eligibility is determined by a palliative
care nurse or palliative care physician.
Hospice
Benefits of a residential hospice have been identified as offering holistic care in a homelike
environment. It has been estimated that average daily cost of an acute care bed is $850, whereas the
average daily cost of a residential hospice bed is $439 in Ontario (Hospice Association of Ontario, 2009).
Nova Scotia has no residential hospice, although two hospice societies are currently raising funds with
the intent to offer that service (Kentville and Bedford). There are a number of hospice societies in Nova
Scotia which provide a varying array of supports to those diagnosed with a life threatening illness and
their families and caregivers, as well as education and resource materials for professionals who may be
involved in care for the dying. As of 2008, Yarmouth, Wolfville/Annapolis Valley, Middleton, Truro,
Amherst, New Glasgow, Antigonish, Strait Richmond North Inverness, Central Inverness, Victoria County,
Neil’s Harbour, Sydney, and Halifax each have a hospice society. District 1 (South Shore Health) was the
only district without a hospice society (Nova Scotia Hospice Palliative Care Association, 2008).
Interviews with hospice society staff identify there are unique challenges they face, including reluctance
from DHA palliative care programs to share information, lack of care coordination, physician training,
delays in services and system navigation were just some of the challenges identified for hospice
societies. There are future plans to provide a residential hospice however the realization of these plans
is dependent upon funds raised.

Nova Scotia Location of Death and Healthcare Utilization
Given the variation across the continuum of care (acute, long term, home care), it is not surprising that
there is intra-provincial variation with respect to location of death, and health services utilization at the
end-of-life between the DHAs. Approximately 60% of deaths in Nova Scotia occur in hospital, and only
18% die at home (CIHI, 2011); a huge disparity between the vast majority of Canadians wish to die at
home. There is little variation between the DHAs with respect to percentages of in hospital and home
deaths. District 2 (SWHA) had the highest percentage of in hospital deaths at 63.4% and the lowest rates
of at home deaths at just under 15%. DHA 6 had the lowest percentage of in hospital deaths at just
under 58% and the highest proportion of at home deaths at just over 20% (see table 6).

12

Previously, coverage was provided only to residents of Colchester-East Hants, Cumberland, and Pictou County Health
Authorities under a pilot project implemented in 2000.

18

Table 6: Location of Death by District Health Authority
DHA
1
2
3
4
5
6
7
8
9
Hospital
59.6% 63.4% 59.3% 60.5% 61.9% 57.7% 60.9% 61.7% 58.1%
Other Health
19.6% 18.4% 20.5% 16.2% 19.1% 19.1% 20.1% 17.8% 20.7%
Facility
Home
17.9% 14.9% 17.3% 20.3% 15.3% 20.1% 16.4% 18.7% 18.4%
All other
2.9% 3.3% 2.9% 3.0% 3.7% 3.1% 2.6% 1.7% 2.7%
locations
Source: CIHI, 2011

NS
59.8%
19.4%
18.1%
2.7%

Of the deaths that did occur in hospital, nearly 40% did not have access to palliative care in hospital
(CIHI, 2011). There was substantial variation in provision of in-hospital palliative care between the DHAs.
District 2 (SWHA) had the highest percentage of in-hospital deaths lacking palliative care (59.9%), while
District 4 (CEHHA) had the lowest (24.1%). Although DHA 6 has relatively low levels of in hospital deaths,
of those deaths, most (59.1%) do not have access to palliative care (see table7). While it is possible that
palliative care may not have been necessary in all of these cases (e.g. sudden deaths), given the vast
majority of deaths are not sudden it is reasonable to infer that palliative care could have been beneficial
in many of these cases.
Table 7: Percentage of Acute Hospital Deaths which did not Receive Palliative Care
DHA
1
2
3
4
5
6
7
8
9
NS

Acute Hospital Deaths, No
Palliative Care
41.8%
59.9%
38.5%
24.1%
53.3%
59.1%
56.5%
41.0%
27.1%
38.4%

These two tables (6 and 7) illustrate the point that the majority of Nova Scotians not only die in hospital
rather than at home, but of that majority, there are many that do not have access to end-of-life care
while dying in hospital, and this access seems to be dependent on where one resides.
In the last year of life, over 67% of Nova Scotians were hospitalized at least once, with an average of
nearly 25 hospital days per decedent. Despite the relatively similar outcomes across the provinces
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regarding location of death, there is significant variation between the DHAs with respect to healthcare
utilization. Districts 2 and 6 had the highest percentage of decedents hospitalized once or more in the
last year of life (72.5%) with district 9 having the lowest (62.5%) (see table 8). District 2 also had the
highest number of hospital days per decedent at 28, with lowest being in district 4 at 19 hospital days in
the last year of life (see table x). High rates of hospitalizations and hospital days may be an indication of
inadequate community supports and advanced care planning.
Table 8. Percentage of decedents hospitalized one or more times prior to death
DHA
1
2
3
4
5
6
7
8
9
NS

< 30 days
180 days
360 days
43.8
61.9
66.4
46.7
67
72.5
43.3
60.5
66.7
47.4
64.7
71.2
44
64.1
68.4
49.4
65.9
72.5
42.5
64.9
70
42.6
64.1
70.2
39.5
57.1
62.5
42.9
61.7
67.3

Table 9. Hospital days prior to death of Nova Scotia Decedents

DHA
1
2
3
4
5
6
7
8
9
NS

<30
7.5
9.2
7.3
7.3
10
7.2
7.7
8.3
7.1
7.7

180
17.6
22.1
17.4
14.9
21.4
17
20.4
21.1
18
18.8

20

360
22.9
27.9
22.6
19
27.3
24.2
27.1
27.2
24
24.7

What are the key elements of quality of end- of -life care?
A scan of academic and white literature on end-of-life care has identified some of the most salient
elements which impact the quality of end-of-life care which are discussed below.
Access
The data, both inter- and intra-provincially, demonstrate that access to end-of-life care is fragmented
and generally inequitable with available services dependent on where one lives. This was echoed
through the various stakeholder consultations. While equitable access to care is generally thought about
in terms of geographical location and socio-economic factors, access to end-of-life care also appears to
vary for illness trajectory. It has been suggested that most end-of-life services that exist are tailored
towards cancer and other terminal illnesses, and there is a need to broaden services which are
appropriate for people dying of other illnesses. (Carstairs, 2010, Network for End of Life Studies, 2008).
Data from CIHI indicates that terminal illness patients are twice as likely to receive palliative services
while in hospital compared to other death trajectories in Atlantic Canada (see table 10). However,
terminal illnesses represent less than one-third of deaths in NS with organ failure and frailty combined
accounting for a much larger proportion of deaths (see table 11). The same pattern is observed in the
Atlantic Provinces in general as well as the Western provinces.
Table 10: Percentage of adult acute deaths in Atlantic Canada that receive palliative care by death trajectory

Trajectory Group

% of adult deaths in Atlantic Canada that receive
palliative care in hospital

Frailty

42.6%

Organ Failure

48.4%

Terminal Illness

82.6%

Table 11: Percentage of deaths by death trajectory
Death Trajectory

Percentage of Deaths
in NS

Percentage of Deaths
in Atlantic Canada

Percentage of Deaths
13
in Western Canada

Sudden Death

3.9%

4.6%

5.6%

Terminal Illness

31.7%

31.3%

29.3%

Organ Failure

33.4%

32.2%

33.8%

13

Western data from 2003/04 whereas Atlantic data is from 2007/08
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Frailty

27.5%

28%

28.4%

Other

3.8%

4.0%

2.9%

These trajectories differ greatly in terms of their duration and level of functioning. As can be seen from
figure 2 aside from sudden death, the terminal illness trajectory represents the shortest duration of low
functionality and the steepest decline. However, organ failure represents a longer decline in functioning,
typically 2-5 years, with intermittent serious acute episodes after which the previous level of functioning
is not restored (Murray, Kendall, Boyd & Sheikh, 2005). Frailty also represents a longer, more protracted
decline in functioning as long as 6-8 years, typically seen in elderly and dementia patients (Murray et al,
2005). The latter two trajectories are often less predictable than terminal illness and as such are more
difficult to prognosticate. For example, Covinsky and colleagues (2003) studied the last two years of life
of frail elderly people and found that steady decreases in functional decline were evident at least one
year before death, and that measures of activities of daily living did not detect a point in time in which
there was an abrupt decline likely to signal death. This lack of predictability creates further problems as
it may make physicians, typically the gatekeepers to palliative services, reluctant to refer someone to
end-of-life care, especially if policy dictates that resources are covered only for the last few months of
life.

Source: Murtagh et al. (2008).
Figure 2. Typical illness trajectories
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Just as the duration from diagnosis to death differs between these trajectories, so do the specific needs
of the patients which fall within these trajectories. For example, data indicates that the family physicians
and long-term care play a bigger role in congestive heart failure (i.e. organ failure trajectory) than cancer
(NELS, 2008) and data from Manitoba indicates that those dying of frailty were the highest users of
nursing homes (Menec et al, 2004). Symptoms also differ between the trajectories. For example, pain
medication plays a larger role for those dying of cancer than other death trajectories (Au et al., 2006).
Further complicating prognostication of individuals near the end-of-life is that many suffer multiple
chronic illnesses which may follow different trajectories (e.g. COPD and frailty). Tailoring end-of-life
services towards those with terminal illness leaves a large proportion of patients who can benefit from
end-of-life care with limited or inappropriate options.
The traditional model of palliative care as a means to manage pain and symptoms typically associated
with cancer will not suffice for the aging and chronically ill population of Nova Scotia. Given that frailty is
a by-product of medical innovation and chronic disease management, we can only expect that there will
be longer more protracted periods of functional decline before death. Furthermore, cancer related
deaths are decreasing and it is expected that some chronic illnesses will increase in the coming years
(Canadian Cancer Society, 2012). For example death from COPD is expected to increase in NS from 447
in 2004 and 770 on 2020 (NELS, 2008), and the prevalence of dementia is expected to more than double
from 2008 to 2038 (Alzheimer’s Society, 2010). The service gap for those dying of non-cancer related
illness has been noted by several health care providers in the province and initiatives are underway to
address this gap (see Box 6).

Box 6: Initiatives Addressing End-of-Life Needs for those Dying of Chronic Illness
Palliative and Therapeutic Harmonization (PATH) Program

The PATH clinic, run through CDHA is designed for the frail elderly with multiple chronic conditions.
It helps patients and family members understand their health status and make informed treatment
decisions, considering the relative risks and benefits of certain procedures and how they may impact
their quality of life. Since the program began in 2009, there has been a 76% reduction in interventions
with program participants, and high levels of family and patient satisfaction. This is significant given the
intense resource utilization at the end-of-life. Although there has been a decline in interventions, the
program is premised around delivering appropriate care, not limiting care options. One of the defining
features of the program is that is shifts away from the traditional disease-centred model of care, to one
that takes a holistic view of the patient and their overall well-being. Given current and projected
demographics of an aging population with multiple chronic illnesses, taking such an approach will be
integral to delivery of quality patient-centred care.
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Currently the program accepts referrals from physicians. While the founders of the program would like
to be able to expand this to other health care professionals, the current billing codes do not allow for
this as a physician is only able to bill for the service if the referral comes from another physicians.
“The traditional medical model will not meet the needs of this population”- Dr. Paige Moorhouse,
Geriatrician and co-founder of PATH, referring to frail elderly.
Implementing a Novel and Supportive outreach Program of Individualized care for patients and
families living with Respiratory Disease (INSPIRED)
INSPIRED, also run through Capital Health is an outreach program for those with COPD to understand,
manage, and cope with their illness. Included in the program is a spiritual care practitioner, which helps
patients with advanced care planning. This is significant as many of the patients enter the program at
the advanced stages of COPD. Since the program began, hospital admission rates have been cut by
70% for program participants
The program is currently working to build bridges with other disciplines, such as cardiology,
nephrology, continuing care and social work in recognition that often their clients often suffer from
multiple chronic illnesses.
“With cancer you automatically start to think about death, but when someone is diagnosed with
organ failure, no one really tells them they’re going to die” - Cathy Simpson, Spiritual Care
Practitioner, INSPIRED.
Cape Breton District Health Authority Palliative Care Program
An audit of Cape Breton’s Palliative Care Program found that there has been a shift since 2005, when
the program comprised approximately 90% cancer patients to now approximately two –thirds cancer
patients. In response to this shift, and also recognizing that lack of predictability and longer periods of
functional decline may inhibit patients with chronic illness to access and to stay enrolled in a traditional
palliative care program, the CBDHA palliative care program is planning to provide education about endof-life care to other specialists who see these patients on a regular basis, such as internists,
cardiologists, emergency and respiratory physicians.
“We need to find innovative ways to care for these patients as traditional palliative care programs
are not equipped with the resources needed for all patients with chronic illness; we need to upskill
the physicians that these patients are seeing already and provide more education around when to
stop aggressive treatment, issues of quality of life, and how to approach the difficult conversations
required” - Dr. Anne Frances d’Intino

There were several common themes noted from all three of these initiatives, including the lack of
predictability which makes it difficult to provide traditional palliative care for these patients, and that a
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holistic, patient-centred approach is needed that takes into account the entire patient rather than the
particular disease, or organ system around which specialists are typically centred. Another commonality
noted across all initiatives was the desire to expand and or integrate programs, either geographically or
across specialties, however capacity issues were typically noted as a limitation to doing so.
Given that non-cancer related deaths are typically less predictable, combined with the typically timelimited nature of palliative care programs, discussion and planning around end-of-life care should be
better integrated into the care that a patient is already receiving, as noted above by Dr. Anne Frances
d’Intino. However, there is evidence to suggest that this is not the case. For example a recent survey of
patients with chronic kidney disease patients reported poor knowledge of their illness trajectory as well
as their options with respect to palliative care, 10% had discussed end-of-life care in the past year and
the majority (61%) reported that they regret starting dialysis (Davison, 2010, Schulenk et al., 2011).
As of 2008 four jurisdictions in Canada, one of which was NS, included life expectancy as a criterion for
end-of-life care eligibility, meaning that clients that could benefit from care earlier in the stage of their
diagnosis do not have that option (QELCCC, 2008). However, NS updated their policy in 2011 to be
slightly more flexible (see appendix D). The current policy from the NS department of Health and
Wellness on palliative home care reveals some biases towards the terminal illness trajectory. For
example the policy explicitly states that palliative home care is for patients dying of a terminal illness
and who have been determined to be in the “end-stage”, which may be days or weeks. According to the
policy, palliative home care clients generally fit into CIHI’s end-of-life home care client grouping defined
as six months or less. The policy also defines early and intermediate stages of palliative care, as being
“stable” deterioration at a slower pace, minimal, occasional assistance is required, which is most likely
more reflective of organ failure and frailty trajectories.
Costs
The cost of dying in Canada is significant relative to other countries (EIU, 2010). This is likely partially
attributed to high utilization of health services at the end-of-life. For example, according to Manitoba
data, while decedents comprise 1.1% of the population, they account for 21.3% of healthcare costs in
the final 6 months of life, and 24% of hospital days, 24% of long-term care days, 10% of home care days,
4% of physician visits and 3% of prescription drug costs in the last year of life (see table 12) (Menec et al,
2004). Furthermore, palliative care is the most common reason for admission to an ALC bed, accounting
for 33% of patients (CIHI, 2009). As previously discussed, high levels of health care utilization are also
reflected in Nova Scotia specific data, which indicates that 67.3% decedents were hospitalized one or
more times prior to death, and decedents used an average of 24.7 hospital days prior to death (CIHI,
2011).
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Table 12: Healthcare utilization at the end-of-life
In the last year of life decedents accounts for14:


1.1% of the population



21.3% of healthcare costs15



24% if hospital days



24% of long-term care days



10% of home care days



4% of physician visits



3% of prescription drug costs



Palliative care is the most common reason for admission
to an ALC bed accounting for 33% of patients.

Limited research exists on the specific costs of dying, and much of the literature that does exist uses
variable methods of measurement and is based on those who are in registered palliative care programs.
Therefore, little is known about the costs of dying for those who cannot or do not access palliative care.
Furthermore, it is often cancer patients who are enrolled in palliative care programs and costs of dying
differ by death trajectory (Fassbender, Fainsigner, Carson, & Finegan, 2009). Given the differences in
symptoms, and functional decline, this is not surprising, for example, Fassbender and colleagues (2009)
analyzed costs broken down by illness trajectory in the last year of life and found that organ failure was
the most expensive death ($39,947), followed by terminal illness ($36,652), frailty ($31,881), and
sudden death ($10,223).
Cost by Illness trajectory
Much of the research on costs of dying broken down by illness trajectory indicates a significant
proportion of it is accounted for by inpatient care. Dumont et al (2009) and Fassbender and colleagues
(2009) also found that the main cost driver for terminal illness, which predominately consists of cancer
patients, was inpatient hospital days accounting for 33.2% and 70% of costs respectively.16 However
14

15

Manitoba specific data except for ALC data which is National.
In the last six months of life

16

The substantial difference between Fassbender and Dumont with respect to inpatient care is most likely due to the fact that
Fassbender looked at administrative data retrospectively, which did not include costs related to caregiving whereas Dumont et
al, followed patient and caregivers prospectively and accounted for caregiving related costs.
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long-term care was the largest cost driver for those dying of organ failure and frailty, accounting for up
to 30% of costs (Fassbender et al, 2009).
The common finding that inpatient care accounts for a high proportion of costs related to dying is not
surprising, given the high volume of hospitalizations and hospital days in the last year of life combined
with the high cost of inpatient care, which has been estimated to be $1044 per day (Dumont et al.,
2009). This means that in Nova Scotia, where the average number of hospital days in the last year of life
is 24.7, this amounts to nearly $25,800 per decedent on inpatient care alone.
When the costs of caregiving are taken into consideration, they are substantial. Dumont et al (2009)
found that in the last six months of life, the public healthcare system shouldered 71.3% of the associated
costs and the family incurred 26.6% of the costs. The majority of these costs were attributed to
caregiving time (66.4%), while the remainder were from out-of-pocket expenditures (e.g. medical
equipment and prescription medication). Overall the costs at the end-of-life are substantial, while
variability of patient populations, types of costs measured and methods of measurement preclude firm
conclusions, they are predominately driven by institutional care (acute or long-term care depending on
death trajectory) and time associated with caregiving.
Location of Death
The ability to die in the location of one’s choice is indicative of the quality of care they receive. This is
particularly concerning given the majority of the population does not die in the location of their choice
as demonstrated by the 60% of Nova Scotia deaths that occur in hospital. A relationship exists between
costs associated with death, location of death and cause of death. Location of death is a major predictor
of costs associated with death, as deaths in hospital or long-term care are much costlier than home
deaths, or “other” locations (Menec et al, 2004). Further, age and cause of death are correlated to
location of death. Utilization data from Manitoba found that those 85 and over were more likely to die
in a nursing home, and cancer patients were more likely to die in an institutional setting (e.g. hospital or
long term care), than other locations (Menec et al, 2004). This is not surprising given the variation in
utilization between different death trajectories.
According to Manitoba data 83% of long-term care residents died in place, however in the last six
months of life 21% were hospitalized at least once. Furthermore, 70% of those who received home care
six months prior to death died in acute settings, 86% were hospitalized at least once in the last six
months and 43% were hospitalized at least twice in last six months (Menec et al, 2004). This suggests
that, even among those patients who are receiving care in the community, there are still high levels of
acute utilization.
Pharmaceuticals
Where a person dies is often based on the affordability of their pharmaceuticals rather than their own
preference. Given home care is not covered under the Canada Health Act, and pharmaceuticals come at
no cost to the patient when they are administered in hospital, palliative patients, who often take several
drugs, are exposed to potentially catastrophic drug costs if they choose to die at home; the same costs
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should they die in hospital are covered. This essentially negates the notion of “choice” for many
Canadians as to where they die. As of 2008, most provinces had implemented policies on access to
pharmaceuticals covering some of the costs of palliative medications to allow the person to die at home
if they so choose with the exception of PEI and NS (QELCCC, 2008). Previously the NS department of
Health and Wellness’s palliative home drug policy only applied to three of nine DHAs, however very
recently this policy has been expanded to cover all nine DHAs (Nova Scotia Department of Health and
Wellness, 2012). The program covers drugs recommended for coverage in the Pan-Canadian Gold
Standards in Palliative Home Care, which covers a wide variety of drugs (Canadian Hospice Palliative
Care Association, 2006).
Caregiver Support17
In 2007, 23% of Canadians indicated they had cared for a loved one with a serious health problem in the
last 12 months (Health Care in Canada Partnership, 2007). This proportion is much higher in NS at 36%
(Keefe, Hawkins & Fancey, 2006), which may speak to a variety of factors, including a higher percentage
of persons with chronic illness, a higher proportion of seniors, and/or fewer provided services or a lack
of awareness of services offered.
Caregiving for a dying loved one can be rewarding experience. Data from the 2008-2009 Canadian
Community Health Survey indicates that 43% of caregivers had no difficulties with caregiving, 30% found
it gave them personal satisfaction, and 19% ended up feeling closer to the care recipient (Health Council
of Canada, 2012). Despite potential positive outcomes of caregiving, the emotional burden of caregiving
can weigh heavily on some. Research suggests that 70% of family and informal caregivers acknowledge
providing care to a loved one is stressful, 41% report a negative impact on mental health, and 38%
report a negative impact on physical health (CHPCA, 2010). The degree of the burden may be linked to
the choice an individual has in being a care provider, and where along the life continuum the recipient
is, as those closer to death require more care.
A predominant issue is balance. It takes an estimated 54 hours per week to care for a dying loved one
(CHPCA, 2010). According to an interview with Caregivers Nova Scotia staff, a caregiver often is meeting
multiple demands in a period of high stress and crisis and may feel unassisted or unsupported. Further,
many caregivers are not necessarily comfortable with some aspects of their role, such as the
administration of strong medications. The monitoring and management of pain and symptoms often
takes precedence over the equally important, but too often inadequately attended to, emotional needs
of the dying person. Interviewees further emphasize that caregivers are frequently ill-equipped to deal
17

Caregivers Nova Scotia (2012) describes a caregiver as an individual who gives care and support to
loved ones who need assistance due to chronic physical, mental, or cognitive disabilities. In the end-oflife care context, these caregivers are providing support to someone who is in, or nearer to, the end
stages of the dying process.
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with this as well. Additional demands come in the form of the need to do more and special food
preparation, laundry, groceries, and chores, on top of normal everyday demands such as caring for
children. Throughout all of this, caregivers are going through the grieving process, which adds to the
stress and exhaustion. Furthermore, particularly in Nova Scotia, burdens are higher on those who may
be frail, elderly, or in a rural region where services are fewer or require a greater distance of travel, and
the stresses and demands might be exacerbated for these individuals. Those who do feel emotionally
and physically burdened could benefit from better and increased access to professionals who could help
them cope and answer their questions. Caregivers need help and guidance through the dying process of
their loved one. When normal physical symptoms of dying are present, caregivers often feel they are a
result of a failure on their part. Twenty-four hour access (as dying and caring do not stop overnight) to a
health professional might prove helpful, as would a system navigator or patient advocate who could
identify and explain available resources.
The financial burden on caregivers can be great. Research indicates that nearly 27% of end-of-life care
costs are absorbed by the family (Dumont et al, 2009- see Costs). Family caregivers generally have
incomes below the national average. The median Canadian household after-tax income in 2009 was
$64,100 ($46,500 for seniors) (Statistics Canada, 2011). Reported ranges of about half to two-thirds of
informal caregiver households had incomes of less than $45,000 (Canadian Cancer Society, 2011;
Dumont et al, 2009). Given that caregivers are often spouses who are already into retirement, these
findings are not surprising. Where a caregiver may still be working, the heavy demands often have
significant impacts on the work environment. A 2008 survey found that 13% of caregivers report
caregiving demands impacted their work. Of that 13%, over half reduced or modified their work hours,
22% missed at least one month of work, and 10% stopped working altogether (Health Council of Canada,
2012). The most common impacts are listed in box 7.
Box 7: Impact of Caregiving on Caregivers’ Employment
-

13% report caregiving has impacted their work situation

-

Of that 13%:

-

52% reduced or modified work hours

-

32% used vacation time or sick leave

-

15% took unpaid leave

-

22% missed at least one month of work18

-

10% stopped working or retired
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Both the federal and provincial governments offer caregiving benefits in an effort to alleviate some of
the associated burdens. The Federal Compassionate Caregiver Benefit (CCB) is available (see appendix
E), but is potentially underutilized. In 2004 and 2005, just over 300 Nova Scotia families submitted
claims for the federal CCB, even though during that time period there were 5000 deaths related to
cancer alone (NELS, 2008). The number of applicants to the CCB has decreased over time, and the
federal government has extended the definition of eligible caregivers in response. Suggestions for
further improvements to the CCB broadly include an awareness campaign, a simplified and expedited
application process, and a lengthened period of support (Williams, Crooks, Giesbrecht & Dykeman,
2010). The Federal government has also introduced the Family Caregiver tax-credit. There has been
criticism of this credit as well for a number of reasons, including only a maximum of approximately $300
can be claimed annually, and assessment is not based on financial need.
The Nova Scotia Caregiver Benefit (see appendix E) is targeted at low income care recipients who have a
high level of disability or impairment as determined by a home care assessment. The NS Benefit cannot
be claimed if an applicant is already receiving funding for care provision; therefore the federal and
provincial benefits cannot be claimed concurrently. Interview data with Caregivers Nova Scotia suggests
that caregivers can be unsure of when to even apply, as the supports could run out before the
individual’s death, and help is sometimes needed earlier in the process and for a longer period of time
when managing a chronic illness. A possible improvement identified by interviewees would be to
develop an income replacement program, modeling the caregiver benefit, which is simpler to access and
more comprehensive.
Professional and Public Education
Professional Education
All 17 medical schools in Canada now educate physicians in end-of-life care (EIU, 2010). However, the
philosophical approach may vary, and other healthcare providers may not receive this education. Also,
there may be opportunities for inter-professional education at the end-of-life as many professions (e.g.
social work, nursing, spiritual care) are involved in the care. According to an inventory of Nova Scotia
universities and community colleges which include end-of-life care in their health professions
curriculum, the scope of context of the content varies (e.g. standalone courses, inclusion in courses on
cancer, aging etc.) (NELS, 2008).
Research from Ontario long-term care facilities indicates that there is a lack of education on end-of-life
care in long-term care. A survey administered to medical directors indicated that the biggest barriers to
providing end-of-life care in long-term care facilities predominately were due to lack of education and
lack of resources (Brazil et al, 2006). The most commonly mentioned barrier was staffing levels, followed
by inadequate fee structures for amount of time takes to provide palliative care. Other frequent
responses centred around education and skills (e.g. skills to assess and manage and monitor pain, lack of
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knowledge and skills for how to care for dying). Strategies mentioned for providing better palliative care
include continuing medical education for end-of-life care (80%), pain assessment and monitoring
protocols (77.7%), improving financial reimbursement, practice guidelines, having an interdisciplinary
end-of-life care team (Brazil et al, 2006). The need for greater access to education for long-term care
staff was echoed by nursing homes across Nova Scotia as well. Further, interview data also suggests
there is a need to provide end-of-life education to physicians, and other health professionals who see
patient suffering from chronic illness.

Public Education
Public education around end-of-life is also important especially in a death denying society, as people
may not be aware of the resources available to them and how to access them. Education on advanced
care planning to both the public and professionals can help reduce patient and family anxieties and can
help ensure the patient’s wishes are respected towards the end-of-life (e.g. DNR orders). A 2004 poll
conducted by the Canadian Hospice Palliative Care Association found that, while 80% of Canadians agree
that people should begin the end-of-life planning process when they are healthy, 70% have not
prepared a living will and 47% have not designated a substitute decision maker, less than 44% have
discussed end-of-life care with family members, and only 9% have discussed the topic with a physician
(Schuklenk et al, 2011). The gap between beliefs and behaviours is concerning. However, given that
Canadians believe the issue is important, this suggests that there is at least at least an awareness and
willingness to participate in end-of-life discussions. Creating processes and tools to facilitate such
discussions with the public and professionals will be important in bridging the gap between beliefs and
behaviours.
Even when advanced care directives are in place, they may not always be followed by healthcare
professionals, however research indicates that healthcare professionals are more likely to complete
advanced care directives when they are educated about them. The same research also demonstrated a
significant reduction in health costs, including fewer hospitalizations and less resource-utilization per
patient in the group of healthcare providers which received education around advanced care directives
compared to this who did not (Molloy et al, 2000, Schuklenk et al, 2011).
Although qualitative evidence indicates that health care professionals (namely physicians and nurses)
are supportive of the use of advanced directive, there are several concerns expressed around the use of
advanced care directives, including the lack of clarity of some instructions, when a directive contradicts
best clinical judgement, and when a patient does not have an appropriate breadth and depth of
information about their illness in order to make decisions (Schuklenk et al, 2011).
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Person/ Family-centeredness
Person and family-centeredness is an integral element to quality end-of-life care. However, due to gaps
in the many elements of care previously discussed, many may not have their wishes met at the end-oflife. Aside from wanting to die at home, converging research indicates that for patients the most
important elements of care at the end-of-life are generally as follows: not to be kept alive on life support
when there is little hope for meaningful recovery, not to be a burden on loved ones, having trust and
confidence in their physician, information about the illness is communicated in an honest manner, and
to be able to adequately prepare for life’s end (Heyland et al., 2006, Strachan et al, 2009, Rocker et al,
2008). One survey of patient and family caregiver conducted in an acute care settings indicated that the
elements of care with which they were not completely satisfied typically were related to discharge
planning, availability of home health services, symptom relief, not being a burden on loved ones,
physician trust, and communication (Heyland et al., 2010).
While there are commonalities with respect to wishes at the end-of-life, there will undoubtedly be
variances as well supporting the need for person-centeredness and policies and procedures that allow
for more customized approaches to end-of-life care (Heyland et al., 2006).
According to our stakeholder consultations, measurement of client satisfaction varies, or may not occur
at all. However, yet to be published research on from the Network for end-of-life studies at Dalhousie
University, suggest that satisfaction with care at the end-of-life is high as family caregivers ranked their
overall satisfaction at 8.7 out of 10. There appears to vary depending on location, with the highest
satisfaction occurring in a hospital palliative care unit, followed by home, long term care, and hospital
(other units)19.
Recommendations and Conclusion
Based on the findings from our research and stakeholders consultations, the following
recommendations have been made:
Recommendations
1. As a province, greater awareness and recognition, both public and professional around the
broad reaching impact of end-of-life issues (i.e. everybody will eventually die, and especially
given that the majority of deaths are not sudden, most health care professionals will encounter
a patient/ client/ resident who is approaching the end-of-life).
2. Establish a defined central leadership and accountability for end-of-life care services in the
province which is responsible for setting direction as well as setting and ensuring standards exist
19

Note these are preliminary results which have yet to be published. Health Association Nova Scotia is grateful to
the Network for End of Life Studies at Dalhousie University for sharing their data.
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and are met across the province (including district health authorities including nursing homes,
ARC/RRCs and home care agencies) thereby enhancing equity in access to end-of-life care
services in the province.
3. Better integration of end-of-life discussions, planning and care with chronic disease
management which transcends disease and specialty silos.
4. Billing codes should be altered to allow for a physician to bill for a referral to programs, such as
PATH, made by a non-physician.
5. Standardized data collection methods and tools across DHAs, nursing homes, ARC/RRCs and
home care services for the following:
a. Wait times for end-of-life care services beginning from an agreed up start point (e.g.
from referral)
b. Triaging methods
c. Client/ family satisfaction surveys
d. Services received at the end-of-life by illness trajectory
6. Province-wide development of methods to evaluate costing and resource allocation at the endof-life, taking into consideration illness trajectory, location, pharmaceuticals and equipment and
caregiver support.
7. Investment in increased awareness, training, and education for front-line professionals,
including family doctors, nurses, home support workers, and allied health professionals
regarding end-of-life care practises, services, and a holistic model of care. This should be as
accessible as possible (e.g. web-based modules, traveling roadshows etc.).
8. Enhance public education around advanced care planning through provision of tools and
processes to help bridge gap between beliefs and behaviour
9. Enhance professional education around advanced care planning and end-of-life discussions,
especially for those health care professionals who see patients/clients/residents with a lifelimiting illness
10. Create a community of practice or network to facilitate information sharing and research
dissemination around end-of-life issues. Representation should include and not be limited to:
nursing homes, home care, ARC/RRCs, family caregiver (Caregivers Nova Scotia), academia (e.g.
Network for End-of-life Studies. End-of-life
11. Greater awareness, integration and coordination between continuing care and the district
palliative care teams.
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12. Ensure bereavement supports are offered (either directly or indirectly through referral) to
families of the deceased regardless of location of death (e.g. acute care, nursing home, home).
13. Investment to ensure families and patients/residents/ clients at the end -of-life are informed
and know what can be expected, thereby helping to avoid some crises situations, and better
equipping the families and loved ones to cope in the event of a crisis situation.
14. Create methods for ensuring all residents in long-term care and home care clients flagged as
palliative have an advanced care plan and case investigation when they are not followed
15. Develop standard education materials/ training for volunteers working with those who are near
the end-of-life.
16. Investment in the expansion of innovative models province wide (e.g. PATH, INSPIRED, Extended
Care Paramedic program, orders for the actively dying resident in nursing homes). The
expansion of such programs and initiatives can be facilitated through an End-of-life community
of practice or network through sharing of knowledge and ideas.
17. Enhance income support to caregivers, for example, through an income replacement program,
modeling the caregiver benefit, which is simpler to access and more comprehensive.
18. Invest in and support home care service providers to adequately provide end-of-life care
services in the home, as well as to help manage the chronic conditions which will eventually lead
to death.
19. Better coordination of home services which are client-centred and efficient (e.g. coordinated
visits from multiple providers to reduce burden on patient and duplication of information).
20. Develop methods to ensure privacy can be respected for those dying in an institutional setting
(e.g. nursing homes, acute care etc.).
21. Investment in residential hospices.
22. Better integration and coordination between existing hospice societies and the healthcare
system (e.g. distract palliative care program, home care).

While death tends to be a taboo topic, it is an evitable part of life. Given the current and future
demographic situations, end-of-life care can no longer be ignored. Without making concerted efforts to
improve the current state of end of life care, there will be negative implications for the dying, their
families, and the health care system.
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Appendix A: Focus Group Participants and Interviewees
Focus groups and interviews were conducted with a number of stakeholder groups to elicit their views
and experiences about end of life care in the province between November 2011 and March 2012 as
follows:















Nova Scotia Hospice Palliative Care Board
District Managers for Palliative Care
Home Care Network
Palliative Care Physicians Group
Physician Leaders/District Medical Directors for Continuing Care and Capital District “Care by
Design” Palliative Care Physician
Caregivers Nova Scotia
Hospice Societies (2) – Truro/Colchester East Hants and Halifax/Bedford Hospice Societies
Executive Director, Primary Care and Emergency Health Services, Department of Health and
Wellness (responsible for Palliative Care Drug entitlement policy)
Nova Scotia Hospice Palliative Care Association Board President and former Executive Director,
Acute and Tertiary Care, DHW
Quality End of Life Care Coalition Nova Scotia founder, retired Long Term Care Palliative Care
Registered Nurse
Network of End of Life Studies (NELS), Dalhousie University
Palliative and Therapeutic Harmonization (PATH) program
Implementing a Novel and Supportive outreach Program of Individualized care for patients and
families living with Respiratory Disease (INSPIRED)
Cape Breton District Health Authority Palliative Care Program
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Appendix B: Provincial Comparison of Elements of the Gold Standard for Palliative Home Care
BC

AB

SK

MN

ON

NB

NS

PE

NL

NU

NWT

YU

VA

Process to assess clients’ hospice palliative
care needs

X

X

X

X

X

X

X

X

X

X

X

X

X

Eligibility criteria for palliative home care

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

100%

100%

100%

100%

100%

80%

100%

100%

100%

100%

100%

100%

60%

100%

100%

100%

100%

100%

80%

100%

Gold Standard

Tracking/managing wait times for palliative
home care
Policies for 24/7 access to hospice
palliative care case management services
Methods to ensure equitable access to
case management services

X

X

X

Protocols to ensure timely referrals
Information systems/tools to support case
management

X

Public education about hospice palliative
care services

X

X

Policies for 24/7 access to nursing and
personal care

X

X

X

X

X

X

X

X

X

X

X

X

X

X

% of people dying at home and families
with access to:
100%

- nursing care
- personal care

- respite services
Policies to promote a team-based
approach to care

X

Interprofessional education and training

X

X

X

X

X

X

X

Support for research in palliative home
care

X

X

X

X

X

X

Access to pharmaceuticals

X

X

X

X

X

X

Access to pharmacists

X

X

X

X

X

X

Policies on distribution, storage, handling,
disposal of pharmaceuticals in the home

X

X

X

X

X

X

Education/advice for families on
administering medications and monitoring
equipment

X

X

X

X

X

X

Access to medical supplies and equipment

X

X

X

X

X

X

Source: Quality End of Life Care Coalition (2008)
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X

X

X

X

X

X

X

X

X

X
X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

X

N/A

X

X

X

X

X

X

X

X

X

Appendix C: End of Life Resources by District Health Authority

Population

DHA 1

DHA 2

DHA 3

DHA 4

DHA 5

DHA 6

DHA 7

60,000

63,000

84,177

73,000

34,309

48,000

47,143

6

0

9

13

28

1(4)

1

1

4.5

4.5

8.4

10.6

40

Funded Beds
Palliative Care Manager

0.5

0.5

1

0.5

Palliative Care Consultant Nurse

3.4

2

2

3.9

3.2

2

Palliative Care Clinical Nurse Specialist
Palliative Care Physician
Palliative Care Social Worker

DHA 8

DHA 9

IWK

380,431

Serves
Children of
Maritimes

0
1

0.2

0.3

0.6

1

2

1

0.5

1

1(5)

Total

1

1

1.5

16.6

4

4.9

0.5

0.8(share)

0.5

2.4

Palliative Care Pharmacist

0.2

2 p/t

0

0.2

0.4

Palliative Care Spirtual/Pastoral Care Staff

0.2

time varies

0

0.5

0.7

0.8

0.4

0

1

Palliative Care Volunteer Coordinator

Manager

0.1(4)

Palliative Care Educator
Palliative Care Rehab Therapist
Palliative Care Secretary

0.2
2.5 hrs/wk

1.7

0.5

1

0
0.7

0.5

20 hrs/wk

0.6

Music Therapist

0.2

1

1

1(6)

0.1(pd
hospice)
0.2

5
1

0.3

0.3

Medication / Supplies Funding/Music

No

No

No

Yes(2)

Yes(2)

No

0

No

No

Shift Nursing Home

No

No

No

Yes(3)

Yes(3)

No

0

No

No

Palliative Care Team availability, 24-7

No

No

No

No

No

yes/no(4)

yes/no

Yes

yes

Designated Home Care Coordinators

0

3

1

2.9

2

0

4

196(7)

179

302

352

172

231(7)

516

1061

462

143

Annual Number of Referrals (2007-2008)

242

517
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5.5
5

Bereavement Coordinator

Annual Number of Referrals (2006-2007)

1.0(1)

1.7

1.8

12.9
45

2869
1122

Annual Number of Referrals (2008-2009)

392

196

591

1179

Annual Number of Referrals (2009-2010)

331

261

609

1201

331

284

684

1514

Annual Number of Referrals (2010-2011)

215

Other - Special Projects Nurse

0.2

0.2

(1) Breavement Counsellor is an employee of the Colchester East Hants Hospice Society
(2) Provided when financial need identified; eligibility of 3 months
(3) Provided during last 24-48 hours end-of-life care at home (RN or LPN)
(4) Manager & volunteer coordinator have responsibilities for other programs - nurses on call for phone support only 24/7/Manager is approximately 0.4 pall care; 0.4 oncology/chemo and 0.2 ambulatory care
(5) 3 x part time physicians make up 1 FTE

Source: Nova Scotia Hospice Palliative Care Association (2008)20

20

Note that this inventory was distributed to district palliative care managers to update since the 2008 version released by NSHPCA.
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Appendix D: Excerpts from Nova Scotia Department of Health and Wellness End-of-life Home Care Policy





“Palliative home care” refers to home care services that provide active, compassionate care to the
client who is terminally ill. It is a service made available to terminally ill persons and their supporters
who have determined that treatment for cure or prolongation of life is no longer the primary goal.
This category applies to clients who are dying and who have chosen to spend as much time as possible
in their own homes. Clients may be considered “palliative” when:
a) their condition has been diagnosed by a physician as terminal with life expectancy of weeks or
months;
b) active treatment to prolong life is no longer the goal of care; and
c) the case management process has determined through assessment that the individual has “end
stage” palliative care service needs.
“Early” and “Intermediate” Stage Palliative Care – Individuals in the early and intermediate stage of the
palliative process normally would be considered “stable”, where deterioration is proceeding at a slower
pace, and minimal or occasional assistance is required due to terminal illness.



“End Stage” Palliative Care – The following parameters may be used to help determine whether
terminally ill individuals are in the end stage of the palliative process and are dealing with end-of-life
(dying) issues:
a) the time frame for the end stage may be measured in terms of days or weeks of dying.
Time frames are difficult to determine however, and in some cases this end stage may be
longer than a few weeks or as short as one or two days;
b) there are typically day-to-day changes with deterioration proceeding at a dramatic pace;
c) end stage may be characterized by:
 increasing intensity of need;
 increasing assistance required for physical and psychological need and family exhaustion;
and/or
 a requirement for additional interventions such as social work, pastoral care, and therapies;
d) there is documented clinical progression of disease, which may include a variety of symptoms.



The types of clients that receive palliative care would generally align with the standard for the End-ofLife home care client grouping developed by the Canadian Institute for Health Information. The
typical prognosis for clients in this grouping would be 44
a life expectancy of less than 6 months.

Note: Bolding and italics have been added by authors and are not included in the original document

Appendix E: Government Issued Caregiver Supports
The Federal Compassionate Caregiver Benefit
The Federal CCB provides eights of leave (six paid) that can be shared by more than one family
member. Concurrent employment earnings are allowed up to a maximum of $75 or 25% of weekly
benefits whichever is higher.
Eligibility criteria


Applicant must have accumulated at least 600 hours of insurable earnings over last 52
weeks



Weekly earnings must have decreased by at least 40%



Signed medical certificate from patient’s doctor confirming risk of death within 26 weeks



Caregiver has familial relationship with dying person

Support is provided only during the caregiving period (e.g. does not apply to bereavement) for a
maximum of 8 weeks of secured leave from employment, 6 of which successful applicants can draw
benefits.
Income assistance through the program offers 55% of weekly earning up to max of $447 per week
up to six weeks. The benefit can be taken consecutively or broken up into period of no less than 1
week over a 26 week period. The discrepancy between leave from employment and weeks to draw
the benefit exists because applicants required to go through a 2 week unpaid waiting period as
other EI programs.
Nova Scotia Caregiver Benefit
The program is targeted at low income care recipients who have a high level of disability or
impairment as determined by a home care assessment. Both caregiver and care recipient must
qualify in order for the caregiver will receive the Caregiver Benefit of $400 per month.
Eligibility Checklist
The care recipient must:






Be 19 years of age or older
Be a Nova Scotia resident
Be in a care relationship with a caregiver
Have a net annual income of $18,785 or less, if single, or a total net household income
$35,570 or less
Have a care assessment completed by a Continuing Care Coordinator indicating a very high
level of impairment or disability requiring significant care over time

The Caregiver must:



Be 19 years of age or older
Be a Nova Scotia resident





Be in a regular, ongoing care giving relationship with the person receiving care, providing 20
or more hours of assistance per week
Not already be receiving payment to provide assistance to the person for whom she/he is
providing care
Be willing to sign an agreement which defines the terms and conditions for receiving the
Caregiver Benefit
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