Mount Saint Vincent University

Department of Family Studies and Gerontology

Integrating a Palliative Approach to Care in Long-Term Care: A Comparative Case

Study of Two Provinces

by
Emily V. Hubley

A Thesis
submitted in partial fulfillment
of the requirements for the degree of

Master of Arts in Family Studies and Gerontology

October 2021

Halifax, Nova Scotia

© Emily V. Hubley



PALLIATIVE APPROACHES IN LONG-TERM CARE

Mount Saint Vincent University
Department of Family Studies and Gerontology
Integrating a Palliative Approach to Care in Long-Term Care: A Comparative Case
Study of Two Provinces
By
Emily V. Hubley

Approved:

Janice Keefe, PhD
Thesis Supervisor

Professor and Chair of Family Studies and Gerontology

Mary Jean Hande, PhD
Committee Member

Postdoctoral Fellow, Nova Scotia Centre on Aging, Mount Saint Vincent University

Cheryl Tschupruk, MSW
Committee Member
Director, Clinical Networks, Palliative Care and Interim Director, Medical Assistance in

Dying



PALLIATIVE APPROACHES IN LONG-TERM CARE
Abstract

Aging in place initiatives have contributed to a shift in long-term care (LTC) where
residents are now entering at an older age, have greater health complexities, and have a
shorter length of stay. Veering from the traditional biomedical approach to address the
changing needs, integrating a palliative approach to care in LTC aims to provide comfort
and improve the quality of life for residents and their families. A comparative case study
design was used to understand how two Canadian jurisdictions, British Columbia (BC)
and Nova Scotia (NS), integrate a palliative approach into LTC policy and how they

differ. An iterative process of data collection and analysis was used wherein a total of 290 g0 G[(a)7(nd I
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around open communication among the interdisciplinary team, processes to discuss and
document an individual’s goals of care and advance care planning, health assessments
and safety, and encouraging social relationships and activities were identified. Although
many domains of a palliative approach to care are highly reflected in LTC policy, gaps
are identified around end-of-life care and providing supports post-death in loss, grief, and
bereavement. In conclusion, policy must go beyond the here and now and further support
the final stages of life and post-death care to improve residents and families’ experiences

at the end of life.
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Glossary of Terms
Legislation/Regulation/Policy?!
Legislation — written laws (also referred to as Acts) that are enacted by Parliament
(Government of Canada, 2006).
Regulation — a form of law that tend to be made under legislation and are more specific in
the application or enforcement of legislation. Regulations set forth rules that are imposed
by authorities that people or institutions must comply with (Government of Canada,
2006).
Policy — referred to broadly, are rules (course of action or inaction) that are made by
individuals, organizations, or governments to achieve their goals and solve a problem or
set of interrelated problems (Pal, 2014)
Life Limiting Condition
The accepted term used in the palliative field as it is meant to encompass a wide range of
individuals gaining access to- and receiving- a palliative approach to care. Someone with
a life limiting condition may be diagnosed with any illness, suffering from multi
comorbidities, experiencing chronic illness, living with a neurodegenerative disease such
as dementia, or include any other reason why they may benefit from a palliative approach
to care. The term is broadly defined to go beyond individuals with certain prognoses or
illness trajectories to increase access. Although all-encompassing, it is important to
acknowledge the term ‘life limiting’ is more accepted in the palliative literature and can

be contentious for some people (the disability community or persons living in LTC)

1 For the purpose of this thesis research, documents used in the policy analysis will be referred to as
regulations or regulatory policy. Policy analyses summarized in the literature review will be consistent
with what the authors of the work refer to their documents as.
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wherein living with an illness or disability is not necessarily life limiting. Often persons
with disabilities, those living with dementia, and those living in LTC have this term
imposed on them that their life is limiting based on prejudice and stereotypes because of
their disability or medical condition. When the term “life limiting condition” is used it is
meant to empower those with a range of illness or disability to have access to and benefit
from a palliative approach to care.

Long-Term Care (LTC)

Also referred to as nursing homes or long-term residential care facilities provide care on a
24-hour basis. Accommodation and health services such as personal care, nursing care,
other services (i.e., physiotherapy, occupational therapy, and recreation), are provided in
one setting for individuals living with physical dependency or cognitive impairment (The
University of British Columbia, n.d.).

Palliative Approach to Care

A palliative approach to care is a philosophy of care that is aimed at improving the
quality of life and providing comfort care at the end of life for individuals with a life
limiting condition. This type of care can be provided to individuals experiencing chronic
illness or with a neurodegenerative disease and can be provided at any stage of the
diagnosis. A palliative approach to care can be provided in any setting of care or
integrated into any model of care (Canadian Hospice Palliative Care Association, 2013).
Further information on the definition, key elements, and development of a palliative

approach to care can be found in Chapter 2.
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Chapter 1: Introduction and Research Questions

Introduction

It is a universal aspiration that the death and dying process be free of any
avoidable suffering and individuals and their families receive high-quality end-of-life
care. This should not be an exception for persons living in long-term care (LTC). With an
increased focus on aging in place, the health status of persons entering LTC is changing
(Nova Scotia Department of Health and Wellness, 2015). Increasingly, people are
entering at an older age, with multiple chronic illnesses and more complex care needs,
and consequently are staying for shorter periods of time (Canadian Institute for Health
Information, 2018; Frohlich et al., 2002; Hoben et al., 2019; Office of the Seniors
Advocate, 2018; Nova Scotia Department of Health and Wellness, 2014; Ontario Long-
Term Care Association, 2016; Sawatzky et al., 2016; Statistics Canada, 2016; Zhang et
al., 2012). One of the implications of these changes is that LTC has become a more
common setting for death and more prominent in providing end-of-life care (Estabrooks
et al., 2015; Northcott & Wilson, 2017). Integrating a palliative approach to care in LTC
is fundamental to ensure residents receive timely and culturally appropriate end-of-life
care that is specific to their distinctive needs. Given the increased health complexities and
demographics of persons entering LTC, it has become critical to ensure the benefits of a
palliative approach are reflected in policy and thus further enabling this approach to be
carried out in practice.

A palliative approach to care is premised on relieving suffering (physical,
psychological, and spiritual) and improving quality of life for the individual and their

family (Lutz, 2011; Sawatzky et al., 2016; World Health Organization). A palliative
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approach to care can be provided to anyone experiencing a life limiting condition by any
health care professional, family, friend, or volunteer and is adaptable to any setting
(Sawatzky et al., 2016). This makes LTC an optimal location to adopt this philosophy of
care, as many homes have already integrated certain aspects of a palliative approach. On
a broader social level, providing equitable access? to palliative care and ensuring it is of
high quality has been identified as a priority both nationally and provincially (British
Columbia Ministry of Health, 2013; Health Canada, 2018; Health Quality Ontario, 2016;
Nova Scotia Department of Health and Wellness, 2014; Ontario Ministry of Health and
Long-Term Care, 2018). Although integrating a palliative approach to care is valuable in
the LTC sector, there are still many barriers to fulfilling this goal. Staff are
simultaneously experiencing shortages and high work demands as well as a lack of
resources such as time and funding, the general societal stigma around death, and a need
for more education and awareness are challenges to providing a palliative approach to
care (Andrews et al., 2009; Frey et al., 2016; McCleary et al., 2018; Nilsen et al., 2018;
Sutherland et al., 2019; Wiersma et al., 2019). Barriers to providing a palliative approach
to care in LTC remain majority of the focus of research rather than how to overcome
barriers and identify opportunities in this environment. In response to this deficit-based
approach, some recent government initiatives and peer-reviewed literature propose best

practices and the necessary conditions for integrating a palliative approach in LTC.

2 Ensuring one has equitable access to specific health services, and in this case palliative care, means that
an individual will have the opportunity to access services despite their (1) demographics (age, gender,
sexuality, culture, income, etc.), (2) health status including of their mental health, physical health,
diseases or other chronic and life limiting conditions, and (3) setting of care whether that is in their home,
hospital, LTC home, or other setting. These aforementioned characteristics of an individual should not
determine who can receive a palliative approach, rather anyone with any of these varying characteristics
has equal opportunity to access.



15
PALLIATIVE APPROACHES IN LONG-TERM CARE

The role of policy in healthcare is to provide leadership and standards in the
provision of care and ensure the resident can receive high-quality care supporting their
quality of life (Daly et al., 2016; Murakami & Colombo, 2013). Hill et al. (2019)
examined national and provincial palliative care documents, which found limited
attention to LTC and provided very little information on how palliative care should
function within LTC. In another similar study, Durepos et al. (2017) analyzed dementia
care guidelines investigating the presence of specific aspects of a palliative approach;
they found a palliative approach was supported in physical, psychological and social
domains but not in spiritual care and loss and grief. To date, there are no peer-reviewed
publications analyzing the integration of a palliative approach used in LTC-specific
policy documents. This research paper aims to address this gap by analyzing LTC-
specific documents to identify how a palliative approach to care is integrated into LTC
policy. Further, this analysis hopes to provide an asset-based approach where
stakeholders interpreting, integrating, or creating policy can use what is identified in this

research to provide promising approaches to end-of-life care.

Research Questions

End-of-life care, and more specifically, a palliative approach to care has garnered
more interest from researchers, government, and the general public over the past few
years and even more recently with the COVID-19 pandemic. Yet it remains unclear the
extent to which a palliative approach has been integrated into the LTC setting,
specifically, in provincial regulations that govern the provision of care in LTC. The goal

of this research is to examine how a palliative approach to care is integrated into
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regulatory policy in two Canadian provinces: British Columbia and Nova Scotia.
Analysis will be guided by two central questions:
1. How is a palliative approach to care integrated and represented in British
Columbia and Nova Scotia provincial LTC policy?
2. How do these two provinces differ and what unique aspects of a palliative

approach do they offer in a policy context?
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Chapter 2: Key Concepts Driving the Research
Definition and Development of a Palliative Approach to Care

Prior to the 1960s, palliative care was not a commonly used term nor was end-of-
life care a familiar research area (Clark, 2007). End-of-life care was traditionally
provided by religious groups, until the 1960s when social and clinical aspects of dying
became of interest (Clark, 2007; Lutz, 2011). Cicely Saunders, a doctor and social worker
who studied the end stages of cancer and relief of suffering was the first to develop the
modern hospice in 1967 at St. Christopher’s Hospital, located in the United Kingdom
(Clark, 2007; Lutz, 2011; Richmond, 2005). As described by Clark (2007), hospice was
originally targeted at individuals dying from cancer and has traditionally been linked to
oncology. The central goal of hospice is to provide relief from suffering to persons with a
terminal illness when they are no longer responsive to curative treatment (Lutz, 2011,
National Institute on Aging, 2017).

Along with starting the first hospice, Saunders was also responsible for forming
the tenets of hospice that are the basis for modern palliative care (Lutz, 2011). The first
tenet is the concept of total pain which comprises physical, psychological and spiritual
discomfort. This concept of the various facets of pain is used in the World Health
Organization (2019) definition of palliative care, thus emphasizing the first tenet’s
significance to the field. The second tenet is described as relief of suffering of physical
pain caused by the disease, including the proper use of opioids (Lutz, 2011). The third
tenet is attention to family and friend caregivers and their needs (Lutz, 2011). Thus, total

pain, relief of physical symptoms, and recognition of family and friends formed the basis
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of palliative care, which would not have been possible without the work of Saunders
(Lutz, 2011).

The term palliative care was coined by Dr. Balfour Mount from Montreal,
Canada. Mount established the first hospital-based palliative care unit in Montreal in
1974 after returning from a visit to St. Christopher’s Hospice, where he originally
became involved in palliative care (Canadian Hospice Palliative Care Association, 2019;
Clark, 2007; Lutz, 2011; Social Innovation Generation, 2019). Palliative care is an
expansion of hospice through its goals of providing care earlier in the diagnosis and
concurrently with treatment (Clark, 2007; Lutz, 2011). Palliative care continued to
become more recognized into the 1980s as a medical profession, scientific journal, and
specialized profession (Clark, 2007). lIness trajectories play a vast role in predicting the
degree of palliative care required. Typical care interventions for people with cancer may
not be appropriate for people with other illness trajectories that see a gradual decline with
unknown prognosis, such as chronic disease or dementia (Murray et al., 2005). Therefore,
the newer model includes palliative support alongside curative efforts combined with
bereavement care pre- and post-death (Murray et al., 2005). Palliative care has become a
multidisciplinary specialty delivered to individuals with an array of chronic or life-
threatening illness in a variety of settings, including home, hospital, and LTC (Lutz,
2011; Murray et al., 2005).

As previously discussed, palliative care was built on the cancer model, which has
been criticized as being limited in its application. A palliative approach to care emerged
as a philosophy of care, broadening its goals and providing a more inclusive model of

care for people with diseases other than cancer at an earlier stage in the disease



19
PALLIATIVE APPROACHES IN LONG-TERM CARE

progression (Clark, 2007; Kristjanson, et al., 2003; Sawatzky et al., 2016). A palliative
approach to care is similar to hospice and palliative services in that it encourages
individual and family-centered care that is not only focused on the disease, but improving
quality of life (Sawatzky et al., 2016). Where it differs is that a palliative approach to care
goes beyond specific palliative services and is not limited to palliative specialists, as it is
an upstream delivery to care using the foundations of palliative care as a guiding model
(Sawatzky et al., 2016). Some of the guiding principles and foundations of palliative care
focus on clear communication throughout the illness trajectory and facilitating
relationships between care providers, the patient, and their family in care planning and
care delivery (Sawatzky et al., 2016).

To integrate and evaluate a palliative approach to care, there must first be
conceptual understanding of the term. Sawatzky et al. (2016) completed a knowledge
synthesis to provide clarity and compose key characteristics of a palliative approach to
care. The outcome of their analysis of empirical peer-reviewed studies revealed three key
themes of a palliative approach to care. The first theme is to use an upstream orientation
to care. This requires recognition of the illness and where the patient is on the illness
trajectory, wherein health care professionals need to be proactive in advance care
planning and have open communication around goals of care. The second theme focuses
on the adaption of palliative care knowledge and expertise to people with different
chronic conditions and varying illness trajectories. Due to different chronic conditions
having differing symptoms, expertise in specific diseases needs to be integrated with the
principles of palliative care to improve the individual’s quality of life (Sawatzky et al.,

2016). Traditional hospice approaches focus on gradual titration of opioids; however, as
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Sawatzky et al. (2016) suggest, when death may not be imminent such as with chronic
illness, treatment should be managed on a case-by-case basis and talked about more
carefully. Finally, the third theme described by Sawatzky and colleagues (2016) focuses
on integrating and contextualizing a palliative approach within existing healthcare
systems. A palliative approach to care can be broadened beyond one profession or setting
and adapted to existing health care models. This broader approach allows for
coordination between different health care sectors and acknowledges palliative care as
beneficial and applicable to illnesses beyond cancer (Sawatzky et al., 2016).

Palliative approaches to care can be integrated into existing care models to serve
individuals with a variety of chronic diseases on varying illness trajectories. Kristjanson
et al. (2003) were the first to describe a palliative approach to care as a viable care model
for older persons with neurodegenerative diseases, such as dementia, or those dying from
illnesses other than cancer. Older persons living with chronic illness and
neurodegenerative disease face longer and unpredictable prognosis, with treatment
focused on symptom management rather than cure. This has left pain undertreated and
psychosocial factors inadequately managed compared to cancer approaches (Kristjanson
et al., 2003). A palliative approach can address a range of symptoms and be particularly
useful in providing psychological support to patients and their families through guided
open communication around end of life, addressing signs of anticipatory grief, depression
and anxiety, and offering other supportive measures as the person’s health declines.

In summary, since end-of-life care first gained interest in the late 1960s, goals of
care and the settings in which care takes place has expanded. What was originally a type

of care for cancer patients in the late stages of disease has expanded to a palliative
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approach to care that is applicable for persons with various life-limiting conditions, from
the early stages of an illness to the last days, and in a variety of settings, including
hospital, home, hospice, and LTC. Figure 1 illustrates the general differences between
hospice, palliative care, and a palliative approach to care as described above. A palliative
approach to care is an ideal model to be integrated into LTC as it can enhance the quality
of life for older persons living with chronic illness and neurodegenerative disease.

Figure 1

Key Distinctions between Hospice, Palliative Care, and a Palliative Approach to Care

Palliative Approach to Care

Quality end-of-life
care focused on

with exporionce 1 (it W  Comerehesive
S ; care provided in
or tramlng prowdg sym'pto.rr?s s the last weeks of life
palliative care services individual
- ) . . Goal is to provide care
Spe.cw.\llze,(\j ‘A‘Sfrl‘tl)iﬂ,sf? |n‘conjtfnovt\|rt.)n including psychosocial support Hospice Care
Palliative Care With a focus on comfort so the

applied at the ime individual can die peacefully

Often referred to as a
setting of care

]
Person-Centered Care

The term person-centered care (PCC), an alternative model of care to the
traditional biomedical approach, was first used by Tom Kitwood (1997). Kitwood
focuses specifically on persons living with dementia, for whom a more social and

environmental approach could be applied that affirms personhood and promotes
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interpersonal care (Fazio et al., 2018). However, since it was first conceptualized, it has
taken on many meanings with no singular definition that is accepted and employed
universally. In a systematic review of the literature, Kogan et al. (2016) found 15
different definitions of PCC; however, all encompassed similar domains.
PCC is a philosophy of care that emphasizes the needs of the individual. Rather than
focusing on routines of care and what is being done, PCC focuses on the person
receiving care and how it is being provided (Bender et al., 2017; Fazio et al., 2018). As a
holistic approach to care, it emphasizes choice, dignity, respect, and purposeful living
(Fazio et al., 2018; Kogan et al., 2016; The American Geriatrics Society Expert Panel on
Person-Centred Care, 2016). Furthermore, in a PCC approach, the care plan is
individualized; it incorporates an ongoing review of the goals of care, and an
interprofessional team in which communication and information sharing between the care
providers and individual is a priority (The American Geriatrics Society Expert Panel on
Person-Centred Care, 2016). PCC has been recognized as a valuable approach to improve
quality of life for persons living in LTC as this philosophy of care can best address the
complex conditions of LTC residents (Chenoweth et al., 2019; Griffiths et al., 2018;
Kogan et al., 2016). PCC is well-received and is consistently mentioned in, and underlies,
many social and healthcare policies (Grealish et al., 2019).

Discerning the similarities and differences between PCC and a palliative approach
to care can be a difficult task. Some of the many similarities that are central to both a
palliative approach to care and PCC are: (1) a holistic approach that extends beyond the
physical symptoms or disease and addresses the concept of total pain; (2) place the

person and family at the center; (3) supports personal choice, dignity, autonomy and
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personhood; (4) incorporates an integrated team; (5) provides continued education and
training for health care providers; (6) identifies communication as integral; (7) and
focused on the overall goal of improving quality of life (Fazio et al., 2018; Kogan et al.,
2016; Kristjanson et al., 2003; Sawatzky et al., 2016; Shadd et al., 2013; The American
Geriatrics Society Expert Panel on Person-Centred Care, 2016). These core similarities
have led some researchers to combine the two and use the term “person-centered
palliative care” (Bokberg et al., 2019; Sergej et al., 2019).

Nonetheless, there are some key differences between the two approaches to care,
as PCC and a palliative approach to care are not mutually exclusive. A palliative
approach to care centers the individual and their family ensuring the physical and
psychosocial needs of both are met. The literature on PCC tends to focus solely on the
individual, however, families are included as essential parts of the care team. A main
distinction between the two approaches is that PCC is an essential element to providing a
palliative approach; in other words, ‘good’ palliative care is an example of PCC
(Johnston et al., 2015; Kubat, 2017; Sergej et al., 2019). A palliative approach to care has
a more finite focus as recipients tend to have chronic illness, are closer to end of life, and
the underlying goal is thus to alleviate suffering (Sawatzky et al., 2015). Comparatively,
PCC tends to encompass a broader population with a more curative focus with recipients
having more capability and agency (Ohlen et al., 2017). As described by Kubat (2017),
“the salient difference is that palliative care is focused on being person-centered for
people with serious and complex illness, while person-centered care applies to everyone
seeking and receiving healthcare” (p. 22). In sum, PCC encompasses and underlies a

palliative approach to care.
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Framework for Analysis
For this analysis, | have developed a comprehensive f8/F1 ETq0enkompassing the

essential components of /F1 palliative approath care relevant to the LTC setting. It has
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applicable domains from the CHPCA (2013) were selected for this analysis, and the
specific actions identified by Accreditation Canada (2019) were added to the appropriate
domains. As a result of this selection process, 10 domains will be used to guide the policy
analysis examining the integration of a palliative approach in LTC. These domains are (1)
care delivery; (2) care planning; (3) communication; (4) end-of-life care/management; (5)
loss/grief/bereavement; (6) physical health; (7) practical activities; (8) psychological; (9)
social; and (10) spiritual and cultural. Descriptions of each domain and the source they
were adapted from is provided in Table 1. In addition, a more detailed description of each
domain can be found in Appendix A, which | used as a guide for coding. It should also be
noted that these 10 domains are not mutually exclusive, meaning some themes are
reflected and interpreted in multiple domains. Privacy for example may be present in the
domains “practical activities” and “psychological” when referring to having private
rooms for bathing residents. Similarly, the right to have private social interactions among
residents and family would be present in the “social” domain.

The 10 domains encompass common issues faced by the individual and their family as
well as organizational procedures of a palliative approach. These specific domains will
ensure the aspects most pertinent to a palliative approach are analyzed, thus assuring
regulatory policy is enabling the provision of high-quality care. The goal in using
standards set out by Accreditation Canada (2019) and CHPCA (2013) is that these highly
regarded standards can be applied to LTC regulatory policy. It is not the intention to
identify ‘good’ and ‘bad’ policy and/or provinces, rather the goal is to exemplify which
domains are supported and integrated at the regulatory policy level. By using these highly

regarded standards for a palliative approach to care it can highlight promising approaches
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Table 1
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Framework Adapted for the Analysis of an Integrated Palliative Approach to Care in

LTC

Domain

Description

Adapted From*

Care delivery

Care planning

Communication

End-of-life
care/management

Loss/Grief/Bereavement

Diverse and integrated care team
(including family and volunteers);
leadership; continued education/
training; essential services provided;
access to services; care or operational
procedures; staffing; support to
individual/family

Capacity for an individual to make
decisions specific to advanced care
planning and end of life; advance care
planning and goals of care are
(re)discussed; comprehensive individual
care plans; opportunities and issues of
care discussed regularly

Communication and information shared
between family, the individual and the
care team; decision-making capacity for
general care; consent; enable
interprofessional teamwork; request for
services; provided with information and
rights; written information and signage

Pain and symptom management;
diagnosis; life closure; preparation;
management of changes near end of
life; rites and rituals; funeral and other
arrangements

Assistance, services and support to
family, caregivers, and volunteers
following death; emotional, spiritual,
social, and bereavement needs of the
family are assessed/considered;
bereavement planning and mourning;
provide information, therapy, coping
strategies or counselling and support

AC (p.1, 4,6, 10,
20- 22)
CHPCA (p.15, 16)

AC (p. 4,9, 12-14,
16,17, 21)
CHPCA (p. 14)

AC (p. 4-9, 11, 15,
16, 22)

AC (p. 7,11, 18, 23)
CHPCA (p. 5)

AC (p. 2, 15, 18, 23)
CHPCA (p. 5)
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Physical Health Level of cognition; function, safety, and AC (p. 7, 12, 14, 15,
aids including motor, senses and sexual; 17, 21)
wounds; assessment; medical history CHPCA (p. 5)

and nutrition status

Practical Activities Activities of daily living such as AC (p. 6, 19, 21)
personal care; capacity for individual to CHPCA (p. 5)
be involved in own care; transportation;
supported to be independent

Psychological Psychological health assessment AC (p. 12,17, 21)
(mental health including personality and CHPCA (p. 5)
behaviours); access to psychosocial
supports; control, dignity, and
independence; individuality; choice;

privacy

Social Relationships, roles with family, AC (p. 6, 11, 12, 19,
friends, community; isolation; safe and  20)
comforting environment; routines, CHPCA (p.5)

rituals, recreation; legal; enjoy food and
the eating experience

Spiritual and Cultural Meaning and value; values, beliefs, AC (p. 11, 12, 15,
practice; spiritual advisors and rituals; 17,19, 20)
symbols and icons; spiritual and cultural CHPCA (p. 5)
beliefs around dying

*AC = Accreditation Canada (2019)
*CHPCA = Canadian Hospice Palliative Care Association (CHPCA) (2013)

to care that can be used in practice. For the purpose of this study, the domains will be
used for coding and mapped to text within the policy documents, thus allowing for
quantification of which domains of a palliative approach are integrated and supported in
policy and practice.
Chapter Summary

Since the 1960s hospice and specialized palliative care has evolved and
broadened to a palliative approach to care. This is a philosophy of care can be adapted to

any model to serve individuals with any life limiting condition and their families to
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ensure they receive high quality end-of-life care. It can be integrated alongside or within
person-centered care, the current philosophy of care described within the LTC
environment and raise the quality of care for those providing and receiving LTC services.
The framework | have developed is representative of the multi-faceted components of a
palliative approach and when employed in the provincial policy analysis, will reveal
which domains are supported, where there are gaps, and highlight differences among

jurisdictions.
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Chapter 3: Review of the Literature

Chapter Overview

The first part of this chapter provides an overview of the current context of
palliative care in Canada and the two provinces being analyzed: British Columbia and
Nova Scotia. The second part examines trends in length of stay in LTC and location of
death, including transfers between LTC and hospital. These two factors provide a
rationale for integrating a palliative approach to care in LTC. The final part of this
chapter focuses on palliative approaches to care in the literature, how it has been

implemented in LTC, its benefits, and barriers to integrating this approach.

Context of Palliative Care in Canada and Jurisdictions

Palliative care is at the forefront of Canadian health priorities, as demonstrated by
progress made over the past five years. Three federal government strategies outline a
framework and action plan to a palliative approach to care. The CHPCA (2015) The Way
Forward National Framework: A Roadmap for an Integrated Palliative Approach to
Care outlines how to integrate a palliative approach to care into additional domains of
care, for example, alongside curative treatment, for persons with chronic illness, and frail
adults. This document provides a foundation for an integrated palliative approach by
defining it, discussing responsibilities of who can provide care and where it can be
provided, as well as suggesting how to overcome barriers and challenges. As delivery of
health care varies by province, so does the provision of palliative care; therefore, in late
2017, the Federal Minister of Health announced a nationwide framework on palliative
care (Health Canada, 2018). The Framework on Palliative Care in Canada (2018)

provides a vision for palliative care, presenting guiding principles and goals for action
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such as policy and program planning. The Action Plan on Palliative Care (2019) builds
on this framework by focusing how to enhance access and increase quality of care by
connecting governments and various stakeholders. In these ways, the Canadian
government has prioritized and provided a framework for integrating palliative
approaches into various settings, including LTC. The goal is for provincial governments
is to use this framework to guide palliative care improvement.

Interestingly all provincial palliative or end of life strategic documents predate
Canadian national frameworks however, they differ in their content (British Columbia
Ministry of Health, 2013; Nova Scotia Department of Health and Wellness, 2014; 2017).
These documents are specifically centered around palliative care and end-of-life care and
are authored by government or non-profit organizations; they are not mandatory for
licensing, rather they are guiding best practices for palliative or end-of-life care. Past
literature describes most older adults in LTC, especially those 85 and older, face unequal
access to palliative care services, therefore the goal of both provinces is to increase
access and quality palliative care (Burge et al., 2008; CIHI, 2018). However, most of
these documents are not specifically focused in LTC, rather they encompass home care,
hospice and hospital, with LTC identified as one of the many settings where palliative
care can be provided (British Columbia Ministry of Health, 2013; Nova Scotia
Department of Health and Wellness, 2014; 2017). Both British Columbia and Nova
Scotia have formed non-profit palliative care organizations and have stated the
importance of integrating and improving a palliative approach care within the existing
healthcare system along with identifying the core principles of a palliative approach.

Specific to LTC, both provinces include action items related to providing quality
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palliative care and ensuring equitable access. Nova Scotia tends to have more documents
and reference to palliative care in LTC, whereas British Columbia has fewer documents,
therefore less directive in providing a palliative in LTC. Nova Scotia has been
commended as a leader in developing palliative care competency framework for a wide
spectrum of health care professionals and volunteers (McCallum et al., 2018). This
document included gerontology-specific health care providers as well as providers
commonly working in LTC staff including CCAs, LPNs and RNs (McCallum et al.,
2018; Nova Scotia Health Authority, 2017).

Both provinces have defined the principles of a palliative approach and indicated
it is a priority to further integrate into LTC. Outlined in these documents are best
practices and steps to overcome common barriers to implementing a palliative approach
in LTC. Provinces are able to use the knowledge and best practices evident in these
strategies and frameworks to integrate into LTC policy, thus improving care in LTC. This
research seeks to understand how a palliative approach to care has been translated and

integrated into LTC regulatory policy.

Current Context of COVID-19

In mid-March of 2020 when the COVID-19 pandemic spread across Canada and
disrupted society, some of its most significant impacts were within LTC homes. Many
staff and residents working and living in LTC homes were infected with the virus and as
a result were faced with suffering and even death. The proportion of deaths in LTC
homes from the virus was upwards of 80 percent in 2020, doubling the average of other
developed countries (CIHI, 2021; Gilissen et al., 2020; Szklarski, 2020). As a result of

the pandemic, LTC homes shut their doors to family/friend caregivers, visitors, and
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experienced reductions in staffing. These decisions prioritized the physical safety of
residents above social aspects of care, which was detrimental to end-of-life care being
provided in these times. In most instances, compassionate visits from family/friends were
allowed or when time allotted staff would spend time at the bedside with residents who
were dying (Canadian Centre for Elder Law, 2021). End of life in the COVID-19
pandemic varied by province and LTC home, but there were instances where residents
died without family/friends nearby, suffering both physically and mentally, and families
were left to grieve their loss without closure of being with their loved ones (Arya, 2020).
These albeit understandable safety measures go against certain domains that are the core
principles of a palliative approach to care. An analysis of COVID-19 guidance
documents from eight countries found only a couple of sentences related to a palliative
approach; however, when mentioned, focused on clinical approaches, advanced care
planning, and end of life visits (Gilissen et al., 2020). At a time when more residents were
faced with suffering and would have benefited from a palliative approach to care,
relational approaches were not considered, families were not involved, comfort care
could not be provided to alleviate pain, and psychosocial and spiritual issues were not
attended to (Arya, 2020). This pandemic highlighted the importance of providing quality
end-of-life care to residents and their families and the importance of this policy analysis
for improving in the LTC setting.
Length of Stay

Recent healthcare-oriented policy has shifted the focus to home care rather than
other settings such as acute care or LTC. The emphasis on home care in conjunction with

increased acuity upon admission to LTC has granted inquiry into the average length of
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stay (LOS) for individuals living in LTC homes. LOS in LTC is generally conceptualized
as the time frame (i.e., number of days) between when a resident is admitted to LTC and
when they are discharged from the facility (most commonly due to death). Understanding
the LOS for residents living in a LTC home is imperative as it has implications on the
health care system. For example, understanding resident LOS can help to advise future
planning for the number of beds required, allocation of funds, and understanding the type
of care that best meets the population in LTC. LOS is indicative of the current state of the
health care in LTC and informs future health care planning, however the literature on the
topic remains limited.

The provision of LTC in Canada differs by province and territory; therefore,



34
PALLIATIVE APPROACHES IN LONG-TERM CARE

al., 2007; Broad et al., 2017; Forder & Fernandez, 2011; Hedinger et al., 2015; Kelly et
al., 2010; Sahyoun et al., 2001; Schon et al., 2016; Steventon & Roberts, 2012). Similar
to Canada, all international comparisons indicated a decreasing trend in LOS or noted
particularly short LOS. Average LOS ranged from 417 days in the United States (1.1
years) to 1250 days in Switzerland (3.4 years) (Hedinger et al., 2015; Kelley et al., 2010).
Not only has average LOS decreased (ranging from a couple months to two years), but
the proportion of people who live in LTC for less than six months has increased (Frohlich
et al., 2002; Schon et al., 2016). One-third of LTC residents in Sweden and over 50
percent of LTC residents in the United States died within 6 months of being admitted to
LTC (Kelley et al., 2010; Schon et al., 2016). Given shorter LOS and the plausibility of
death soon after admission, it is evident residents and their families could benefit from a
palliative approach upon admission and throughout their stay.

This decrease in LOS is associated with increased health complexities, as
individuals now enter LTC at an older age than in the past (Cohen, 2003; Frohlich et al.,
2002; Hoben et al., 2019; Ontario Long Term Care Association, 2016; Zhang et al.,
2012). Hoben et al. (2019) examined LOS in Calgary, Edmonton and Winnipeg between
2008 and 2015 and report resident LOS decreased when there was an increase in acuity
(physical dependency and cognitive impairment). However, when a resident’s acuity
remained constant, LOS also remained constant. Residents who had shorter LOS were
more commonly male, and faced complexities in regard to physical function, cognitive
status, cancer, polypharmacy, and chewing or swallowing problems (Hoben et al., 2019).
Ultimately, people are staying at home longer, thus entering LTC at an older age with

more complex health conditions, resulting in a shorter LOS prior to death.
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The shorter LOS is linked to ongoing emphasis on policies and enhanced services
to persons living at home. Provinces across Canada and countries internationally have
increased funding and services to alternative settings, mostly home care, and enabled
older adults to live at home longer with this support (Alberta Health Services, 2019;
Andrews-Hall et al., 2007; Broad et al., 2017; Cohen, 2003; Feder et al., 2000; Forder &
Fernandez, 2011; Hedinger et al., 2015; Kaiser Family Foundation, 2015; Manitoba, n.d.;
Schon et al., 2016). Consequently, admission requirements for access to LTC have also
changed so that only persons with the most complex care needs are eligible (Andrews-
Hall et al., 2007; Cohen, 2003; Comas-Herrera et al., 2010; Dalley, 2008). These more
complex admissions result in shorter stays and higher acuity. These conditions warrant an

exploration of a palliative approach to care and its benefits.

Location of Death

An individual's location of death is often informed by healthcare and palliative
policy, funding allocation, and varies depending on the setting of care (Pivodic et al.,
2016). The majority (75 percent) of Canadians have stated they would prefer to die at
home, whether this is their home in the community or the LTC facility that has become
their home (Burge et al., 2015; Canadian Institute of Health Information, 2018; Northcott
& Wilson, 2017). Preference is also dependent on caregiving circumstances such as type
of care required, associated costs, and the length of time care is needed. Persons at the
end of life have expressed interest in comfort and dignity rather than prolonging life
through treatment that may cause pain, discomfort, and indignity (Northcott & Wilson,

2017).
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Despite the stated preference of Canadians to die at home, the majority of
individuals die in hospital or are transferred there in their final weeks of life (Burge et al.,
2015; Canadian Institute of Health Information, 2018; Northcott & Wilson, 2017; Pivodic
et al., 2016; Statistics Canada, 2019; Wilson et al., 2018). In 2017 the most common
location of death in Nova Scotia was in the hospital wherein 57 percent died, and where
61 percent of all Canadians died (Canadian Institute of Health Information, 2018; Service
Nova Scotia, 2017). Hospital deaths reached an all-time high in 1994 and have since
steadily decreased (Northcott & Wilson, 2017). According to Statistics Canada (2019),
between 2013 and 2017, death in hospital has decreased by about one percent each year.
Although LTC homes were not identified as a distinct category in this analysis, it can be
inferred that “other health care facilities” would include LTC, where 21 percent of Nova
Scotians and 15 percent of all Canadians died (Canadian Institute of Health Information,
2018). Another report from the Canadian Hospice Palliative Care Association (2015)
suggests between 16 and 27 percent of individuals die in a LTC facility. Burge et al.
(2015) compared the preferred location of death and the actual location of death among
Nova Scotians who died from chronic disease between 2009 and 2011. They found the
majority of people preferred to die at home; however, their actual location of death most
commonly occurred in hospital, followed by LTC, and least commonly at home, thus not
aligning with their preferred location of death. Characteristics of dying, such as the length
of decline, can also determine the location of death. Specifically, when the dying process
is longer, people are more likely to die in LTC compared to a short death that would more

likely occur in hospital or at home (Northcott & Wilson, 2017).
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Death and dying in LTC facilities are becoming more common. This increasing
trend can be explained by an aging population and social and economic changes that have
led to more constrictions on informal caregiving and increased reliance on formal
caregiving (Northcott & Wilson, 2017). Although there has been an increase in death
occurring in LTC, it is still common for individuals to experience transfer between health
care settings, most commonly to hospital. Transfer to hospitals or emergency rooms is
common for 67 percent of Nova Scotians in their last year of life (Nova Scotia
Department of Health and Wellness, 2014). Transfers between settings of care are costly
for the health care system and the individual, causing distress due to an unfamiliar
environment or being cared for by people they do not know (Northcott & Wilson, 2017;
Nova Scotia Department of Health and Wellness, 2014).

LTC homes have increased provision of palliative care support, which can play a
role in reducing hospital transfers at the end of life (Northcott & Wilson, 2017). Even
when a resident is transferred from LTC to hospital where they may die, the LTC home
would have provided end-of-life care until the point of transfer (Northcott & Wilson,
2017). Providing a palliative approach to care early in the illness trajectory has been
found to prevent unwanted hospitalizations and decreased length of stay in hospitals, thus
allowing people to spend their final days in the setting of their choice (Doctors Nova
Scotia, 2018). By increasing access and services to palliative care, it can result in a
reduction of hospital deaths by 50 percent (Health Quality Ontario, 2018). Advance care
planning, which is part of a palliative approach, has been found to decrease the number of
hospitalizations and increase the number of residents able to die in the LTC home; this

allows 20 to 40 percent of individuals to die in the LTC home where they reside (Martin
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etal., 2016). Not only can a palliative approach in LTC decrease the number of transfers
and hospital deaths but can also increase the number of people being transferred from
hospitals to LTC to receive quality end-of-life care (Northcott & Wilson, 2017).
Palliative Approaches to Care in LTC

Access

Accessing palliative care specific to individuals with a life-limiting conditions in
a timely manner has demonstrated its challenges, especially within the LTC population.
In 2018, the Canadian Institute for Health Information (CIHI) released a report titled
Access to Palliative Care in Canada, highlighting the differential access based on
demographic characteristics and settings of care. The report found Canadians above the
age of 75 and those living in LTC were less likely to receive palliative care* compared to
those at home or in acute care (CIHI, 2018). When individuals in LTC do receive
palliative care, it is often limited to the final months or weeks of life, despite its benefits
earlier in the disease or illness trajectory (Health Quality Ontario, 2018; Koppel et al.,
2019). Individuals with cancer and living at home were 37 percent more likely to receive
palliative care compared to individuals with cancer and living in LTC (CIHI, 2018;
O’Brien et al., 2007). Similarly, only seven percent of individuals living with dementia in
LTC received palliative care at the end of life (CIHI, 2018). One of the ways in which
access can be improved is through policy and its implementation in LTC. Koppel et al.
(2019) and Morrison (2018) suggest implementing a national strategy that defines and

addresses the benefits of a palliative approach, in conjunction with funding allocation,

4 CIHI (2018) does not provide a definition of palliative care or the specific services and who provides this
care. Therefore, individuals may receive care that is palliative in nature, but has not been included in this
report.
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education, identifying workforce requirements, and barriers to integrating a palliative
approach.

Although the literature describes limited access to palliative care in LTC, it can be
argued that many aspects of daily care is palliative in nature. Moreover, much of the care
provided contains elements of a palliative approach but is not necessarily delivered by
palliative specialists or defined as palliative services (CIHI, 2018). Much of the research
that identifies who is accessing palliative care and its limitations may be based on
misunderstanding of its convoluted and sometimes conflicting definitions and
understanding. This limits who is deemed to have had access based on a narrowly defined
criteria of palliative services provided by few specialists, rather than encompassing the
many facets of a palliative approach.

Interventions Embedding a Palliative Approach in LTC

The benefits of a palliative approach to care are increasingly recognized as an
important philosophy of care not only at the end of life, but throughout the trajectory of
care for those living in LTC with life-limiting conditions. Recently, there have been a
number of initiatives across Canada that have integrated a palliative approach in LTC -
most notably from government, academics, and LTC homes. These approaches from
three distinct bodies integrated a palliative approach in LTC and yielded the creation of
toolkits and evaluation frameworks that provides a guide for others who want to
implement a palliative approach to care (Canadian Foundation for Healthcare
Improvement, 2020; BC Patient Safety & Quality Council; iPANEL, 2020; Quality
Palliative Care in LTC, 2017). Some of the components of the various toolkits include a

detailed description contextualizing a palliative approach in LTC through step-by-step
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actions, which include: staff education and training programs; building community
partnerships; and specific resources at both the organizational level and direct care level
(Canadian Foundation for Healthcare Improvement, 2020; BC Patient Safety & Quality
Council, 2020; Quality Palliative Care in LTC, 2017). Pallium Canada (2020) has used
these initiatives to create a two-day in-service training titled LEAP-LTC (Learning
Essential Approaches to Palliative Care), tailored to the LTC setting, which is offered
across Canada. Topics addressed in this training include self-awareness, decision-making,
advance care planning, spiritual and psychosocial care, grief, palliative sedation, and
other pertinent topics (Pallium Canada, 2020).

Other initiatives and interventions in the literature that have integrated a palliative
approach within LTC have yielded many positive outcomes for the residents, their
families, and care staff; however, much of the literature comes from the staff perspective.
Relationships are identified by both care staff and management as being essential to
providing a high-quality palliative approach to care (Beck et al., 2012; Beck et al., 2014;
Casey et al., 2011; McCleary et al., 2018; Munn et al., 2008; Reimer-Kirkham et al.,
2016). After implementing a palliative approach, care staff reported positive effects on
their relationship with residents as they were able to get to know them on a deeper level,
to the extent that their relationships were classified as “family-like” (Beck et al., 2014;
Munn et al., 2008). The ability to form deeper relationships is especially important for
residents who are living with dementia and have difficulty with verbal communication,
allowing staff to become more familiar with a resident's preferences and signs of
discomfort (Munn et al., 2008; McCleary et al., 2018). Forming relationships equips staff

to better deal with issues that can create moral distress, such as not wanting individuals to
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spend their final days alone, as well as ensuring care is provided according to the
resident's preferences (Wiersma et al., 2019). Not only did a palliative approach allow
care staff to develop deeper relationships with residents, but they also reported having
time to focus on the family’s well-being (Beck et al., 2012).

Another outcome of embedding a palliative approach is improved communication
between LTC staff, other care providers, the resident, and the resident’s family (Beck et
al., 2014; Hall et al., 2011; McCleary et al., 2018; Reimer-Kirkham et al., 2016).
Improved communication allows information concerning the resident to be shared among
their caregivers, thus ensuring that preferences for end of life are respected (McCleary et
al., 2018). Family members indicated frequent updates and continued communication
from the LTC facility was a significant factor for satisfaction with end-of-life care
(Jackson et al., 2012). Advance care planning, including advanced directives, are
essential to a palliative approach and one mechanism to ensure the individual’s end of life
wishes are met. Advance care planning is the process whereby residents and their family
explore options and communicate with their care team their preferences for end-of-life
care, including treatment options, their values, as well as documenting their choices
(Cantor & Pearlman, 2003). Discussion and documentation of residents' goals for care are
important to complete upon admission; especially as dementia progresses, some may lose
the ability to voice their preferences for end of life (McCleary et al., 2018). Planning for
end-of-life care that includes pain and symptom management alongside a reduction in
burdensome treatments has led to a reduction in hospitalizations and the ability for
residents to die in their preferred location (Ersek & Carpenteer, 2013; Martin et al.,

2016). As well, family members felt less burdened making decisions when an advanced
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care plan was in place and they could ensure they were following the residents’ wishes
(Jackson et al., 2012).

Other positive outcomes from palliative approach interventions in LTC as
reported by care staff include increased self-efficacy as they expressed it felt good to
provide palliative care; they felt like they were making a difference and reported feelings
that they were appreciated for their work (Cagle et al., 2017). Care workers also indicated
a palliative approach helped residents preserve dignity and autonomy, while ensuring
they were not alone and received good care at the end-of-life (Cagle et al., 2017). As
well, staff reported having an optimistic outlook about the training and tools for
embedding and improving palliative care (Beck et al., 2014). Residents described how a
palliative approach allowed staff to provide comfort care at end of life that was not
limited to physical symptom management, but also included emotional and spiritual care
(Sussman et al., 2017). Residents also felt they could provide a comfortable end of life
experience to other residents and their families by offering to leave the room, thus
providing privacy (Sussman et al., 2017). Overall, palliative approaches to care in LTC
have yielded many benefits for all stakeholders within the realm of LTC and improved
quality of life, especially at end of life.

Barriers to Integrating a Palliative Approach

Although a palliative approach provides many benefits, there are many challenges
and barriers that persist in integrating a palliative approach to care in LTC. LTC is a
complex facet of the health care system as it provides both clinical care and a home to

individuals living with a range of illnesses. These complexities are prevalent and underlie
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much of the literature that focuses more on barriers rather than providing best practices of
how to integrate into LTC.

Organizational constraints, and more specifically the lack of resources, are
consistently discussed in the literature as barriers to integrating a palliative approach in
LTC. Care providers in LTC report staffing shortages along with high work demand, lack
of time and money, and excessive paperwork as barriers to providing palliative care
(Andrews et al., 2009; Frey et al., 2016; Hall et al., 2011; Nilson et al., 2018; Wiersma et
al., 2019). Consistent staffing and time flexibility are required to form relationships,
especially for persons with dementia who, given the importance of touch and noticing
behavioural symptoms as an expression of needs, require more time (McCLeary et al.,
2018). Other constraints described as barriers in policy and practice include the
organizational culture of LTC wherein care staff described their work as being more task-
oriented rather than relationship-oriented; importance is placed on doing rather than
being (Banjeree & Rewegam, 2016; Beck et al., 2012; Sutherland et al., 2019; Wiersma
etal., 2019). Therefore, LTC staff discuss not being able to provide highest quality
palliative care they desire. In addition, organizational policies do not necessarily support
staff grieving the loss of a resident, as they are expected to carry on with daily tasks.
Research reports that staff providing end-of-life care face emotional challenges related to
this type of work, such as feeling hopeless, being criticized, and a lack of leadership and
support around palliative care in LTC (Beck et al., 2012; Cagle et al., 2017; Casey et al.,
2011; McCleary et al., 2018). Moreover, lack of leadership and support stems from staff
and management perceiving palliative care as a specialized service most suitable for

patients at the end stages of cancer, rather than an upstream approach for all (Reimer-
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Kirkham et al., 2016). Overall, organizational constraints within LTC are commonly
reported in the literature and persist as barriers to implementing a palliative approach to
care.

Care staff and families' limited understanding of a palliative approach is described
in the literature as another barrier to its implementation (Beck et al., 2012; McCleary et
al., 2018; Nilsen et al., 2018). Care staff discussed having inadequate knowledge and
experience when providing end-of-life care (Beck et al., 2012). As a result, many LTC
providers and care workers describe their setting as not ready to implement a palliative
approach nor able to properly address individuals’ varying prognoses (Cable-Williams &
Wilson, 2017; Nilsen et al., 2018). Researchers found that at the facility level, policy
documents did not sufficiently provide direction for palliative or end-of-life care
procedures (Cable-Williams & Wilson, 2017). Therefore, when there is no direction for
the care team to follow, confusion arises regarding how to provide a palliative approach
and their individual and collective roles in providing that care. As well, researchers report
how a lack of knowledge leads to inadequate treatment of pain, which elicits burdensome
and invasive treatment (Nilsen et al., 2018). This has led staff to request and participate in
supplementary education and training around end-of-life care, and positive feedback on
its relevance and feasibility (Ahlstrom et al., 2018; Nilsen et al., 2018; Reimer-Kirkham
et al., 2016). However, after one educational intervention researchers reported no changes
in the behaviour of staff, therefore suggesting training must be more than just didactic
learning and include a practical component if it is to overcome the knowledge barrier

regarding end-of-life care (Ahlstrom et al., 2018).
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Another common barrier to the integration of a palliative approach is the cultural
taboo or stigma around death and dying. Although death is becoming more common in
LTC, staff report that talking about death feels unnatural and uncomfortable (Beck et al.,
2012; McCleary et al., 2018; Munn et al., 2008; Nilsen et al., 2018; Sutherland et al.,
2019). This is especially evident when staff are called upon to discuss end of life directly
with residents and family (McCleary et al., 2018; Sutherland et al., 2019). Dying has
largely become a medicalized process whereby death should be stopped or delayed
through medical interventions (Carr & Luth, 2016). The medical model is pervasive in
discussions around end of life, shifting the focus to be on curative treatments rather than

an acceptance of death as part of life and discussing how to provide comfort to the
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Tensions Arising from a Palliative Approach

Often tensions arise when a palliative approach is considered in the context of
aging and disability. It is well documented within disability studies and the community
that end of life and palliative approaches to care are met with unease (Ouelette, 2014;
Stienstra & Chochinov, 2006). Within society and the medical field there is the stigma
that physical and intellectual disability equates suffering and that lives with disability are
not worth living. These assumptions met with long withstanding distrust in the healthcare
system has led to much contempt around palliative approaches and identifying as in the
final stages of life (Ouelette, 2014; Stienstra & Chochinov, 2006). Moreover, older
persons in LTC with chronic illness or dementia that often leads to disability may not see
themselves as living a “limited life”. In the context of the current analysis, a palliative
approach aims not to impose this stigma, but rather to empower residents in LTC with
illness and disability to make decisions with their families, friends and caregivers to
receive the best possible care available within a palliative approach.

The institutionalization of LTC is another tension when integrating a palliative

approach to care. The way LTC is historically organized
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2018, Daly et al., 2016). The LTC system disempowers resident preferences and
autonomy through the rigid regulations and routines (Banerjee & Armstrong, 2016).
Consequently, broader system changes and a reimagining of LTC is required to fully
integrate this approach of care.

Sometimes tensions arise due to the misunderstanding of the approach, but also
due to the disjuncture between living and dying. Many believe that providing a palliative
approach perpetuates the grim perception that LTC is for dying and not living (Cable-
Williams & Wilson, 2016). The belief that LTC is a place for living and a palliative
approach should be reserved for one’s final days creates a dichotomisation between living
and dying. Living and dying do not happen separately, rather an individual is still living
until their final breath and the goal of palliative approach is to improve that quality of
life. As described by Arya (2020), “palliative care does not hasten death, as some people
believe, it improves the quality of life that remains”. Often when referring to a palliative
approach to an older person entering/living in LTC it may be a sensitive topic as death
may not be imminent. However, it is important to acknowledge that dying is a part of
living and a palliative approach can improve not just the quality of death, but the quality

of life (Canadian Hospice Palliative Care Association, 2015).

Chapter Summary

The movement from specialized palliative care to a broader recognition of a
palliative approach to care enables integration and expansion into a variety of settings
including LTC facilities. Policy shifts have resulted in individuals entering LTC at an
older age, with more frailty and life limiting illness, and thus shorter LOS in LTC. As

such, a palliative approach to care is a compelling option to ensure comfort care and meet
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LTC residents' care preferences. Not only is it beneficial for the health system, but
individuals in LTC, their families, and care workers deserve the best quality care despite
their location along the continuum of care. Research is needed to support this shift to a
palliative approach throughout the LTC system, starting at the regulatory level. This
research aims to provide a comparative study as to how two Canadian provinces have

integrated a palliative approach into their LTC regulations.



49
PALLIATIVE APPROACHES IN LONG-TERM CARE

Chapter 4: Methods
Canada has made it a priority to increase access to quality palliative care (British
Columbia Ministry of Health, 2013; Health Canada, 2018; Nova Scotia Department of
Health and Wellness, 2014); however, there has been very little information published
that assesses the extent to which these priorities extend to LTC. The role of provincial
policy is to set standards and guide care thus these policies are appropriate documents to
assess a palliative approach to care in LTC. The aim of this research is to examine how a
palliative approach to care is integrated in LTC policy in two Canadian provinces.
Specifically, which of the 10 domains pertinent to a palliative approach are supported at a
regulatory level and where might there be gaps. A comparative case policy analysis
(Bryman, 2012; Dinour et al., 2017; Rihoux et al., 2011) was completed to uncover how a
palliative approach to care is integrated in, and varies by, province. This policy analysis
uses a content analysis method, which allows for quantification of domains present in
policy and a thematic analysis method, which allows for description of the content. This
research was guided by the following questions:
1. How is a palliative approach to care integrated and represented in British
Columbia and Nova Scotia provincial LTC policy?
2. How do these two provinces differ and what unique aspects of a palliative
approach do they offer in a policy context?

Document Collection and Inclusion Criteria

Rationale of Cases
The cases being compared in this study refer to the two provinces being analyzed:

British Columbia (BC) and Nova Scotia (NS). Decision to include these two provinces is
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based initiatives made in each province to integrate and improve palliative approaches to
care in LTC. This includes research projects that have implemented a palliative approach
in LTC for example, iPanel (2020) and Embedding a Palliative Approach in Residential
Care (2020) in British Columbia. Nova Scotia was chosen based on being identified as
having leading policy regarding palliative care in LTC (Hill et al., 2019; McCallum et al.,
2018). British Columbia and Nova Scotia emerged as leaders in palliative approaches to
care in the literature review. They represent an Eastern and Western Canadian standpoint
and were two of the four provinces included in an overall study of quality of life in LTC

of which the author was a trainee (Keefe et al., 2020)

Document Search and Collection

Policies that are of high regulatory power (policies that LTC homes must abide by
in order to receive licensing) for guiding care were searched and selected because LTC
homes must adhere to provincial policies and regulations in order to obtain licensing and
operate. These standards are set by provincial governing bodies such as the provincial
Department of Health and Wellness (Nova Scotia), the Ministry of Health (British
Columbia), and other regional health authorities. Therefore, provincial LTC policies are
influential in the delivery of care and warrant examination. Policies included in this
analysis were publicly available and searched for online.

Policy documents were searched and collected through provincial health websites
mentioned above. The Nova Scotia Department of Health and Wellness (2019) has a
complete list of policies and standards located in one section under the continuing care
branch. All policies from NS were collected from this site. A quick google search was

also conducted to ensure there were no other pertinent policies and yielded no results.
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British Columbia was more complex in that there was not a complete list of pertinent
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Table 2

Inclusion and exclusion criteria applied for provincial policy analysis

Inclusion Exclusion

Specific to British Columbia and Nova Scotia  National level or specific to other provinces
and territories

Specific to LTC (can also apply to other Primarily applicable to hospital, home care or
settings, but must be influential to LTC) other settings that are not LTC

Aged 65 and older Monetary focus

For persons entering or living in LTC Day programs or respite care

Scope of practice or educational requirements

and then recollected. An iterative process allows for reflection between sampling and
theoretical reflection (Bryman, 2012). An initial policy search yielded a total of 120
policies in both British Columbia and Nova Scotia (53 in BC, 67 in NS). After an initial
scan using the inclusion and exclusion criteria, 34 policies (17 in BC, 17 in NS) were
included for further examination. After members of the thesis committee reviewed the
policies, the list was further refined to 25 documents (13 in BC, 12 in NS). After months
of data analysis and with consultation from my supervisor, it was decided that COVID-19
related policies would be included. These additional policies pertain to visitation and
infection prevention and control and were collected from the BC Ministry of Health
(n.d.), BC Centre for Disease Control (2021) and Nova Scotia Department of Health and
Wellness (2019) websites (located with previous policies mentioned). Therefore, four
policies (three in BC, one in NS) were subsequently added in the analysis (note these four
additional policies are included in the final count in Figure 1). The COVID-19 policies
reflect published information before June 2021. Given the current circumstances of the

ongoing COVID-19 pandemic, it was crucial that this information was analyzed to
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understand how a palliative approach to care was integrated during the pandemic.
Consequently, the final number of policies increased by four to include 29 policies in the
analysis (16 in BC, 13 in NS). The inclusion and exclusion process with number of
policies can be viewed in Figure 2. The final list of policies included in the analysis can
be found in Appendix B.

Figure 2

Process for document collection with inclusion and exclusion

All policy documents were analyzed using MAXQDA, a qualitative data analysis
software. Written text within the policies were coded based on segments and policies
were segmented by specific themes and the formal structure of the policy text (Bryman,
2012). For example, where policies tend to be brief, paragraphs or single ideas were

coded as a whole. In most cases it was necessary to code by larger segments (rather than
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by single sentences or ideas) in order to retain the context in which the statement was

written.

Content Analysis using the 10 Domains Framework

Policy text segments were coded based on the research framework that identifies
10 domains pertinent to a palliative approach to care (previously identified in Table 1:
care delivery; care planning; communication; end-of-life care/management;
loss/grief/bereavement; physical health; practical activities; psychological; social; and
spiritual and cultural). Policy text segments were coded according to the best fit of the
domain. All policies in NS were coded followed by all policies in BC being coded. The
first policy coded employed a coding trial using Nova Scotia’s Long Term Care Program
Requirements: Nursing Homes & Residential Care Facilities (2019). This was to ensure
the framework adapted for this research was adequate and allow for any changes if
necessary. For example, capacity for decision-making needed to be further clarified in the
care planning and communication domain (now reflected in Table 1) so that care
planning decision-making was specific to end of life and communication decision making
was more general to care and health care services. Throughout this coding trial, notes
(named “memaos” in MAXQDA) were kept within the MAXQDA file. This audit trail
allowed for any decisions or thoughts to be captured in the policy and corresponding with
the specific text. Furthermore, these notes could be easily accessed throughout the coding
process to ensure consistency among additional policies. Employing a coding trail and
audit trail was one mechanism of reliability of coding between policies and jurisdictions.

This primary coding process that follows a content analysis method allows for

quantification of the specific domains that are most commonly and least commonly
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integrated in policy, uncovering which specific aspects of a palliative approach are

supported in the realm of LTC.

Thematic Analysis within the Domains

After each policy was coded using the 10 domains framework, thematic analysis
was used within each domain where ideas were grouped together into themes (Bryman,
2012, p. 579). Themes within the data were derived from repetitions, similarities, and
differences in the policy text and between the cases (Bryman, 2012, p. 179). | started by
reading data coded under one domain in each policy and made summaries of the
information, this gave me an initial understanding of the common themes and what stood
out as unique in certain policies and between provinces. For example, | looked at all of
the information coded under “care delivery” in each policy in both provinces. | then
moved to the next domain and followed the same process with all 10 domains. This
information was all summarized in MAXQDA.

After each domain had summaries of the information from corresponding policies
in which they were coded in, the information from each domain was exported to Excel. |
completed a similar process as above. | read through all of the information within each
code and started organizing it so that there were themes and sub-themes within each of
the 10 domains. For example, within the domain “care delivery” some of the themes
include continued education and training for staff, services provided, access to services,
and a diverse and integrated care team. The majority of the themes were components of
the description of each domain (as identified in Table 1). The process of summarizing the
data multiple times allowed for further synthesis of the data and for it to be organized into

themes. Furthermore, the process allowed for reliability and consistency of coding
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ensuring information was coded under the correct domain. The two provinces were then

compared for similarities and unique texts. The complete process used for this policy

analysis is visually depicted in Figure 3.

Figure 3

Process of policy analysis

Search and collection of policies

Applied inclusion and exclusion criteria

Met with my committee and decided
on afinal policy list to be included in
the analysis

Compared and contrasted between
jurisdictions

Second summary and synthesis of the
data by domain completed in Excel

(thematic analysis)

Ethical Considerations

Uploaded policies in MAXQDA and
coded according to the 10 domains of a
palliative approach to care framework

(content analysis)
Added four COVID-19 specific policies

Initial summary and synthesis of the
data in each policy by domain
completed in MAXQDA

(thematic analysis)

This research was a secondary analysis of publicly available policy documents,

therefore submission of an application and approval from the Mount Saint Vincent

University research ethics board was not required®. Due to the nature of this research

where there will be no human participants involved and the data is not sensitive, the study

is considered no or minimal risk. For the duration of the research, data was stored on a

> This was confirmed by the Mount Saint Vincent University research ethics board prior to collection of

policies.
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locked computer and a password-protected backup file on Microsoft OneDrive. Once the

research has been completed, all data will be reserved for five years and then deleted.
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Chapter 5: Results

Palliative Approach to Care Domains Present in Policy

A total of 29 regulatory policies were coded in this analysis: 16 in BC and 13 in
NS. Communication and physical health themes were evident in almost all BC and NS
documents. Followed by care delivery, psychological, and social themes, which were
present in over half of the 29 policies reviewed. See Figure 4 for the percent of
documents that each domain was present in.
Figure 4
Percent of documents that represent each PAC domain by province
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Similarly, Figure 5 and Figure 6 shows the percent of text segments coded as each
domain. Of all text excerpts, 17 to 32 percent were about communication, 17 to 22
percent were about physical health, 12 to 17 percent were about social, and 12 to 16
percent were about care delivery. Not surprisingly, end-of-life care/management and
loss/grief/bereavement were the least coded, accounting for less than two percent of all
coded text. Further, there was only one text in BC that represented loss/grief/bereavement
(Model Standards for Continuing Care and Extended Services, 1999). This is a major gap
in the provincial LTC policy context for supporting a palliative approach to care.

Examining the frequency of the palliative approach to care domains that are
represented in BC and NS policy, there are many similarities and variations do not range
drastically, however, there are a few differences. For example, communication is coded
almost 15 percent more in BC than in NS. This difference can be attributed to the Health
Care (Consent) and Care Facility (Admission) Act (1996) and the Representation
Agreement Act (1996) that both describe procedures for informed decision-making and
the consent process, which falls under the code communication. The physical health
domain and social domain of the palliative approach to care were each coded almost five
percent more in NS policy, which may be attributed to the LTC Facility Requirements
(2020) policy that describes how the physical environment can enhance relationships and
socialization among residents, family, staff, volunteers, and the larger community.

Examining the frequency can signal priority areas when amending or writing new policy.
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Proportion of palliative approach to care domains represented in policy documents in
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Figure 6
Proportion of palliative approach to care domains represented in policy documents in

Nova Scotia
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Themes of a Palliative Approach to Care in Written Policy as Reflected by the 10
Domains
The following section provides insight into the themes and specific context in

which the 10 palliative approach to care domains are reflected in written policy. Outlined

below are the similarities and differences between BC and NS policy.
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Communication was the most coded domain in both BC and second most coded
domain in NS (32 percent in BC and 17 percent in NS). Policy text for communication
generally referred to various processes involved in the day-to-day operations and resident
care. Sharing information between staff, residents, and their families was a prominent
theme within communication. Both jurisdictions describe providing information prior to
admission, upon admission, while living at the facility, and planning for end of life. For
example, future residents are provided with information about the waitlist. Once they are
admitted, the home communicates and provides written information on the rules, policies,
philosophy, services provided, community connections, and many other facets related to
the LTC home’s daily operations.

Unique to BC is that ‘residents rights’ are described wherein they are provided
with copies of the policies affecting their care and are given the ‘right’ and a formal
mechanism to make complaints regarding the facility. Moreover, BC states that, “a health
care provider must communicate with the adult in a manner appropriate to the adult’s
skills and abilities...” (Health Care (Consent) and Care Facility (Admission) Act, paras.
93-94, 1996) further centering the residents and their family. Communication between
the care team in NS is unique in that responsibilities of the specialized equipment are
discussed, communications around abuse for the protection of persons in care, and the
PIECESS® approach is built on communication and collaboration in addressing challenging

behaviours of residents.

6 PIECES is an education program that provides understanding to physical and cognitive behaviour
responses. It provides a holistic and person-centred approach to team dialogue and solutions (Challenging
Behaviour Program Manual, 2013)
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Written information and documentation of the provision of care was prevalent in
both BC and NS. For example, having a written care plan for each resident, documenting
critical incidents or aggressive behaviours, and having a written influenza outbreak plan.
BC tended to focus more on signed written agreements. For example, a written agreement
on the use of restraints and a facility agreement when admitted outlining the values,
philosophy of care, and social aspects of the home. Both provinces also focus on
providing signage within the home. BC specifically states signage for directions,
emergency plans, and dining menus whereas NS is more clinical signage such as
outbreak notices and extra infection prevention and control precautions to take.

Particularly unique to BC and pertinent to a palliative approach in the
communication domain is the emphasis on capability and informed decision-making.
Two policies in BC, the Health Care (Consent) and Care Facility (Admission) Act (1996)
and the Representation Agreement Act (1996), provide detailed process for informed
decision making from the resident. Every resident is presumed capable of making
decisions regarding their health care including accepting admission to a home. Once they
are no longer considered capable of making these decisions (because they do not
understand the information and the consequences of decisions) they undergo an
assessment for capability. If they are deemed incapable, then a representation agreement
is formed where a representative is designated to make decisions regarding the residents’
health care. Each of these steps and processes are provided in detail in both policies and
really underline the resident’s decision-making around their own care and the importance
of providing informed consent to both admission and care services provided. Often,

capability to make decisions, documenting and communicating those decisions, and
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giving consent to care are constituent of each other when written in policy and were
therefore coded as communication’. Capability for decision making is often in the context
of communication, for example:

When deciding whether an adult is incapable of giving, refusing or revoking

consent to health care, a health care providers must base the decision on whether

or not the adult demonstrates that he or she understands (a) the information given
by the health care provider... and (b) that the information applies to the situation
of the adult for whom the health care is proposed. (Health Care (Consent) and

Care Facility (Admission) Act, paras. 88-91, 1996)

Communication was also very prevalent in the COVID-19 related policies. Both
jurisdictions require signage regarding infection prevention and control, proper hygiene,
guidance for personal protective equipment, as well as signage where there are outbreaks
in the facility. Visitors are also to be documented for contact tracing and both provinces’
policies discussed communication from the facility to their staff, the health authority, or
minister of health. The COVID-19 policies in BC were more detailed with mechanisms
of communication (e.g., email and communication boards) and what to communicate to
staff and caregivers. For example, regarding cleaning, keeping staff up to date on
protocols, potential exposures, screening for visitors, and notifying caregivers about
residents’ status and if emergency care was needed. Managing visitation in BC was
unique compared to NS in that the policy stated recognition and continual communication
for the collective responsibility to balance safety and quality of life for residents. The
policy text states:

There will be ongoing engagement to ensure residents and families understand the

risks of visiting and their collective accountability and necessary commitment to

adhere to guidelines to minimize risk for both residents and visitors. This

engagement will strive to ensure an ongoing shared approach to maintain the
challenging balance of safety and quality of life; requiring continued collaboration

7 Capability alone does not necessarily represent communication and is therefore also coded under the
Physical domain and discussed in detail in the following section.
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and mutual accountability of residents, families, and care givers through the
coming months (Overview of Visitors in Long-Term Care and Seniors Assisted
Living, p. 3, 2021)
There is an appeal process for in place for visits to ensure a fair and consistent approach
was taken where family or caregivers could request a review of visitor status and speak to
management. The Overview of Visitors in Long-Term Care and Seniors Living (2021)
policy states:
To ensure fair and consistent decision making, visitors can request an immediate
review of any decisions made related to visitor status and shall be provided the
ability to speak with an administrator or administrator on call; or request a further
review of a decision through, or facilitated by, the health authority Patient Care
Quality Office (p. 5, 2021).

These processes support a fair and consistent channel of communication between family
or friend caregivers during the COVID-19 pandemic.
uect gew "

Physical health was the most frequently coded domain in NS and second most
frequent domain in BC (22 percent in NS and 17 percent in BC). Policies in both BC and
NS describe rules to protect and promote resident safety. There are a number of
environmental design regulations such as spacious bedrooms, door locks, non-slip
materials, and equipment to promote resident safety. NS provides detail on building
security such as, “when designing outdoor spaces, it is important to consider resident and
staff safety. The design shall block resident elopement and unlawful entry by others”
(Long Term Care Facility Requirements, p. 14, 2020). NS also recognizes the importance
of providing natural light in an effort to increase physical activity and improve sleep. As
well, there are mechanisms in place for licensees to report critical incidents, such as

someone being involved in abuse, and protections put in place for these persons. Physical
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health is promoted by homes requiring an immunization plan and encouraging staff,
residents, and volunteers to be immunized against influenza.

A variety of assessments for one’s physical abilities and needs are required and
outlined in both BC and NS regulatory policies. Both provinces require an initial holistic
assessment of the resident’s needs. This assessment is required either upon admission or
within two weeks and is the basis of the individual’s care plan. As described in the
communication domain, BC emphasizes informed consent and decision making and
therefore provides detail of incapability assessments whereby assessments, including
cognitive status, are encapsulated in the physical domain. Incapability assessments are to
be conducted when there is reason to believe a resident is incapable, the policies discuss
the process for these assessments, as well the resident or family member has the right to
have a second assessment done with a new assessor if they disagree with the first results.
NS describes an assessment for capacity that can be requested by either the substitute
decision maker or administrator however there is far less detail than BC suggesting it
may not be a priority. NS policies describe some assessments that are required for certain
services that are absent from BC policies that were analyzed. First, NS policies describe
that the RAI-HC?® assessment, which is used 90 days prior to admission to determine the
needs and eligibility for admission to LTC. If an individual’s care needs are too low and
can be supported at home or are too high and the facility denies the application because
they cannot support the resident needs, then alternative options need to be considered.

Similarly, in order to access the specialized equipment program, the resident’s physical

8 RAI-HC stands for the Resident Assessment Instrument — Home Care and is a standardized clinical
assessment for persons with complex medical needs who require care (CIHI, 2021)
https://www.cihi.ca/sites/default/files/document/hcrs-rai-hc-overview-infosheet-2017-en.pdf
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needs must be assessed by an occupational therapist or physiotherapist to determine what
equipment they will receive.

Other policy requirements that impact resident’s health that are unique to NS is
that each home is required to have a wound care committee®. The purpose of this
committee is to ensure wound prevention and management and that best practices are
being followed. Another aspect unique to the admission process in NS is that residents
who are transferred out of the home for health reasons, such as to the hospital, will “lose
their bed” after being absent for 30 days. These former residents must undergo
reassessment and the eligibility process. Decisions are made on a case-by-case basis that
a resident can be away for longer. The initial statement tends to prioritize system level
needs rather than supporting a person-centred approach and undermining that it is the
resident’s home.

The COVID related policies in both provinces strongly emphasize physical
health. Both provinces emphasize the importance of following all infection, prevention
and control practices such as masking, hand hygiene, distancing, and wearing personal
protective equipment. As well, both provinces outline the requirements for screening,
visitation rules, and outbreak management protocols. Active screening of staff, residents,
and all visitors is required in both provinces. Processes outlined also include rules visitors
must follow, training required, when to do the screening, what to document, and what
questions to ask. BC provides more written information on outbreak management for

example, to isolate the resident, increase surveillance, communicate with public health,

° NS Wound Management (2019) policy was a result of a highly publicized case where a resident in LTC
died from a pressure ulcer.
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and ensure PPE is available and extra precautions, such as droplet precautions are carried

out.

qe ch’

Policy text coded in the social domain represents the social needs of residents, the
dining and eating experience, and relationships that are centered around the resident,
especially in the context of COVID-19 and visiting restrictions. Similarities between both
provinces include the consideration for social needs in care planning and assessment,
facilities welcome residents and families upon admission, and encourage families to be
involved in family councils, activities, and the residents’ care. Enjoying food and the
dining experience is a crucial component to the social domain in a palliative approach to
care and both provinces highlight promising approaches. For example, policies state that
the dining experience should be pleasant, offer socialization, and resident’s preferences
for food and mealtimes should be considered. This is exemplified in BCs Model
Standards for Continuing Care and Extended Services (1999):

The interdisciplinary team... provides a pleasant dining experience which offers

opportunities for socialization and considers residents’: requirements for

therapeutic/nutritional meals, hydration and snacks; preferences (e.g., company
for meals, serving time, location, food likes/choices; and need for assistance with

eating (e.g., positioning and utensils) (p. 68).

Furthermore, variety of foods, seasonal variation, cultural background is considered, and
even encourages residents to participant in meal planning and meal preparation where
reasonable.

Activities and programming for residents was also a dominant theme in both

provinces. Written policy encourages residents to participate in therapeutic or

recreational programs that are tailored to their interests, needs and abilities. BC policy
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states that the LTC home must designate a qualified employee to organize and implement
programs ensuring programs are sufficient in quantity and vary by activity.

Both provinces encourage meaningful relationships between the residents, their
families, staff, and their communities. This encouragement is explicitly stated as an
outcome as well it is exemplified in NS policy by ensuring new LTC builds have a
community room and that “a service provider may approve the holding of a resident’s
bed to allow the resident to visit family for a period generally not to exceed thirty days
per year” (Facility Placement Policy, p. 10, 2002). The Home and Community Care
Policy Manual (Chapter 6 Long-Term Care Services) (2019) in BC details procedures
and different scenarios for keeping couples together when one or both are admitted to
LTC. When only one spouse requires LTC, the policy states that all options are explored
to maintain spousal relationships with support from the health authority. Special
arrangements can be made such as spending time together on a regular basis, sharing
meals, identifying transportation, or closer living arrangements for the ineligible spouse.
In exceptional circumstances, the health authority will consider the non-eligible spouse
being able to live in LTC but these exceptions must follow strict guidelines. These
include the home having the capacity, the spouse being necessary to support the
language, culture and values of the eligible spouse, recognition of a significant negative
impact if separate, and other eligible resident’s wait time is not impacted. Enabling these
exceptional circumstances indicate how BC policy supports relationships and social
needs by providing flexibility and accounts for individual circumstances.

The physical environment, layout, and building design supports relationships,

socialization, and activities in both BC and NS, however, NS Long Term Care Facility
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Requirements (2020) provided in-depth detail on specific spaces and how they can
enhance social well-being. Newly built or renovated homes are to incorporate smaller
household spaces, access to outdoor spaces in each household, living and activity space,
community rooms, shared kitchen space, smaller dining areas, and mainly single
bedrooms. The purpose of these criteria are to increase social interaction, create a
comfortable and home-like environment, support relationships between family and
residents, increase participation in activities, and provide connection to the outdoors
through gardens or bird feeders. For example, “enhanced resident social interactions and
optimized staff working environments are supported by small household design. The
well-being of residents, staff, volunteers and visitors is enhanced by design that
incorporates home-like principles.” is explicitly stated as a care outcome. Although NS
text provides more guidance around the physical environment and how it contributes to
social well-being of residents, BC also include examples such as a home-like
environment, personalized resident bedrooms, outdoor access, and space for activities —
aligned with NS policy.

Each province has policies regarding COVID-19 or influenza outbreaks and how
that contributes to resident and family social well-being, specifically how it impacts
visits. Policy in BC recognizes the negative impacts residents experience when visits are
restricted when describing the purpose, “visitation restrictions aim to protect... while
lessening the negative impacts associated with being apart from family and friends”
(Overview of Visitors in Long-Term Care and Senior’s Assisted Living, p. 2, 2021).
When there are outbreaks, group activities and communal dining is suspended, residents

eat meals either in their rooms or in smaller cohorts such as those on the same unit or
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floor. When an active outbreak is declared, only essential visits are allowed and social
visits from family and friends are suspended. Once the outbreak is declared over, friends
and family can continue social visits with infection prevention and control guidelines in
place. The policy outlines the process for visits such as booking visits in advance, rules to
follow during visits, and length of visits. Typically, during an outbreak there is only one
or two visitors at a time however, in cases where the resident is considered palliative or at
the end of life, more visitors are allowed. Where person-centered care tends to be
sidelined during outbreaks, BC policy manages to provide flexibility and a person-
centred approach to visits as highlighted by the following excerpt:

Residents’ differing needs for what is required for meaningful visits should be

accounted for in determining appropriate frequency and maximum duration of

visits. Any limits on the frequency or duration of visits should only be to meet

WorkSafe BC safety plans (Overview of Visitors in Long-Term Care and Senior’s

Assisted Living, p. 4, 2021).
The policy also states that flexibility of visits can be arranged as long as infection
prevention and control procedures are being followed, thus allowing individual facilities
and individual circumstances to take precedence over a one fits all approach.

NS COVID-19 and influenza policy outlines social and visitor restrictions during

an outbreak. For example, visitors can only visit one resident at a time; group outings and

activities are restricted, and community groups are restricted. Dining, recreation
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for influenza like outbreaks, “visits need to be balanced with the importance of activities
to the resident’s well-being” (2020-2021 Guide to Influenza-Like IlIness and Influenza
Outbreak Control for Long Term Care Facilities, p. 8, 2020) but the extent to which this
is carried out within facilities is beyond the scope of this analysis.
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One of the dominant themes in care delivery for both BC and NS policies is the
need for initial and ongoing training among staff. In BC areas of training include first aid
and use of restraints wherein NS more generally states education on the facilities
philosophy, models of care, relevant legislation, and leading practice to ensure staff have
the necessary knowledge and skills. In the context of the COVID-19 policies, both
jurisdictions describe training for staff, visitors and volunteers in proper infection
prevention and control as well as how to properly wear personal protective equipment.
Other similarities between the two provinces include encouraging a diverse and
integrated care team wherein families and residents are actively involved in the care and a
team approach to care and collaboration between staff, family, and residents. This is
reflected in BCs Model Standards for Continuing Care (1999), “during the care planning
process, the interdisciplinary team: 4.1 encourage the participation of the resident and
their caregiver” (p. 66). An interdisciplinary team is also reflected in NS Long Term Care
Program Requirements (2019) whereby, “staff members work with the residents and/or
authorized designates as a team to determine what works best for the residents... team
members learn collaborative problem solving and share responsibility, as well as
accountability, for resident outcomes” (p. 19). When providing care during the pandemic,

both provinces encourage cohorting staff meaning the same staff are working in the same
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unit and if that is not possible due to inconsistent staffing or shortages, staff are to work
with the well residents prior to working with the sick residents. The health authorities in
BC and NS are responsible for managing access and the waitlist to LTC. The process in
both provinces is similar wherein the individual is assessed, their needs are ranked based
on priority, they can list their preferred homes, but their placement is ultimately based on
their needs rather than their preferred home. In both provinces, individuals can stay in an
interim LTC home and remain on the waitlist for their preferred home. However, in NS if
you say no to one of your preferred homes you are removed from the waitlist and have to
wait 12 weeks to reapply.

There were some unique themes in the delivery of care domain. Policies in BC
emphasizes consent and describes when it is and is not acceptable to provide services
within the parameters of consent. In most instances, consent must be given (either by the
resident or their representative) to receive health care services. However, some
exceptions are listed, for example, if consent is given in an advance directive, or services
are medically necessary, a health care worker can provide care without active consent.
The delivery of care when using restraints was a focal point in BC that was not present in
NS policy. For example, staff in BC are trained in restraints, follow the care plan, explore
other alternatives, and continually reassess the need for using restraints. Restraints are
described as a last resort and staff must attend to the resident’s psychosocial well-being
while using restraints.

Three policies that were unique to NS were the HELP-Specialized Equipment
Program Guidelines (2014), Challenging Behaviour Program Manual (2013), and the

Wound Management Policy (2019). The HELP-Specialized Equipment Program (2014)
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guidelines describe access to the minimum required specialized equipment, such as a
power mobility chair, to eligible residents based on an assessment. The Challenging
Behaviour Program Manual (2013) policy outlines an approach to caring for residents
who express challenging behaviours. The model of care is based on a person centered and
understanding approach that behaviours are not meaningless and describes the PIECES
training as an intervention for care. The Wound Management Policy (2019) provides
guidance for delivering wound care and procedures to establish a wound management
team and how it should function.

ue qui ectt’

The psychological domain was present in several policies in both BC and NS.
Policies in both provinces have numerous care outcomes and statements that aim to
promote and protect residents’ dignity, privacy, independence, and choice. Residents’
privacy is protected in terms of their records being private, having single bedrooms or
partitions that provide privacy, and when receiving personal care. This concept of privacy
is often related to dignity, contributing to psychological well-being.

Both provinces support residents’ independence and choice of their preferred
homes and right to change their preference. BC respects individual lifestyle choices by
recognizing their preferred bed and wake times, ensure residents are involved in decision-
making regarding the facility operations, and their independence in choosing to live at
risk. BC Model Standards for Continuing Care and Extended Services (1999) states
residents have the right to be at risk but will communicate such risks with the resident
and their family. It is also encouraged to explore other avenues to reduce risk and support

safety, however, ultimately it is the residents’ choice.
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Mental health and emotional well-being were also mentioned as a priority. NS
policy includes mental well-being in their holistic approach and states that influenza
restrictions are to be balanced with activities and resident well-being. Similarly, BC
includes policies about residents’ emotional needs in their care plan. This approach was
reinforced by considering resident mental health and well-being in their COVID-19
related policies. For example, essential visits are to enhance resident mental well-being
and to recognize that personal protective equipment and visitor restrictions:

May adversely affect the mental and psychological well-being of residents.

Prevention measure may lead to behavioural and non-compliance issues. Some

residents may become more agitated, stressed and withdrawn during an outbreak

or while in isolation, and may require mental health and psychological support

(COVID-19 Infection Prevention and Control: Guidance for Long-Term Care and

Seniors’” Assisted Living Settings, p. 16, 2021).

Unique to NS, as reflected in other domains, is the Challenging Behaviour (2013)
program. The goal is to address the responsive behaviours associated with dementia and
mental health by understanding that behaviours have meaning. The program uses a
holistic approach and implements P.I.E.C.E.S education to address physical and
emotional care needs.

The physical environment and facility design was a prominent theme in both
jurisdictions in supporting the psychological well-being of residents. However, NS has a
dedicated policy to the physical environment design which provides more detail and
explicitly focuses on the dignity and privacy of residents, in contrast BC wherein the
physical environment design is only a component of a larger policy (Residential Care
Regulation, 2009). Both provinces stated that single rooms provide privacy for residents

and provide them with a more personalized space with their belongings. The NS policy

also details that smaller households support independence and socialization and reduce
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agitation. Examples of exemplary details regarding the physical environment are
washrooms and bathing rooms cannot have a direct view from the hallway protecting the
privacy and dignity of residents, a room for smoking is provided for residents who
choose to smoke, garden beds for sensory experience, and temperature and lighting to be
consistent with resident preferences.
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Both BC and NS policies are very similar in their description and directions
regarding care planning. A holistic care plan is developed within the first month of
admission and is based on an assessment of the individual. The contents of the care plan
are holistic in the sense that they identify the resident’s physical, cultural, spiritual, and
emotional needs. Care plans are also to include instructions on personal interests,
routines, abilities, end of life planning, use of restraints in BC, and addressing responsive
behaviours in NS. Both provinces indicate that care plans are to be reviewed when
necessary (i.e., when there is a change in the care needs) or at the least quarterly (in NS)
and annually (in BC). Residents and their family members or caregivers are encouraged
to be involved in planning and have ongoing discussions about the care plan.

Residents are also encouraged to create and document an advanced directive.
These are to be enacted when a resident is deemed incapable and is no longer able to
make decisions regarding their own care. The advanced directive (also described as
personal directive, or representation agreement, the terminology varies by jurisdiction) is
to name a substitute decision maker/representative who will act on behalf of the resident.
The advanced directive should document instructions for care interventions, end of life

wishes, and can give or refuse consent to care. Interestingly, the Personal Directives Act
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(2008) in NS allows for some flexibility in the advanced directive as demonstrated in the

following:
(2) In making any decision, a delegate shall (a) follow any instructions in a
personal directive unless (i) there were expressions of a contrary wish made
subsequently by the make who had capacity, (ii) technological changes or medical
advances make the instruction inappropriate in a way that is contrary to the
intentions of the maker, or (iii) circumstances exist that would have caused the
maker to set out different instructions had the circumstances been known based on
what the delegate knows of the values and beliefs of the maker and from any
other written or oral instructions (pos. 112-116).

In sum, if contrary wishes were made known by the resident, technological or medical

advances are now an option, or different circumstances, the policy allows some flexibility

and is not so rigid in that changes cannot be made.
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Supporting residents in practical activities was very similar between BC and NS.
Policies in both provinces focus on accessibility, safety, and activities of daily living
(ADLs) wherein the physical environment supported these themes. Not surprisingly, most
of the practical activities’ domain was supported in BC’s Residential Care Regulation
(2009) and NS’s Long Term Care Facility Requirements (2020) which both outline
requirements for the space and design of facilities.

The physical environment is required to be designed in a way that supports
resident safety and is accessible for those in a wheelchair or those with cognitive or
visual impairment. For example, bedrooms, washrooms, and dining areas are to be large
enough for residents’ equipment and residents are to be able to access outdoor areas as
well as other floors or elevators. Furthermore, equipment and finishing’s are to be
designed for those with varying abilities and be safe for residents to use. For example,

mirrors at different heights, easy to open doors, kitchenettes can be used for people at
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different heights, non-slip materials and grab in bathrooms, signaling devices for help,
and signage to help orient people. Not only do these requirements support accessibility
and safety, but as the policies in both provinces encourage residents to be as independent
as possible and involved in their own care as outlined in the following quotes, “An adult
person in care has the right to participate in his or her own care” (BC Residents Bill of
Rights, p. 1, 2009) and “every effort is made to support residents in maximizing their
independence, capability and freedom of choice to the extent of their abilities” (NS Long
Term Care Program Requirements, p. 19, 2019).

Both provinces state that staff are available to help care for residents, specifically
with ADLs however, residents also have the ‘right’ to participate in their own care.
Assessments determine the resident’s mobility, ADL, and cognitive capabilities and thus
incorporates the residents’ abilities and strengths into their care plans. COVID-19
specific policies in BC also indicate essential visitors are those who help with ADLs
including personal care and feeding. Furthermore, hairdressing services are permitted to
open following a safety plan and proper infection prevention and control practices.
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The spiritual and cultural domain is represented in both provincial policies and
exemplifies similarities and differences between both. Both BC and NS include
statements such as the need to meet or respect cultural preferences and spiritual well-
being and is demonstrated through a holistic approach to care, a phrase commonly used
in many policies in both provinces. These needs are operationalized by the following
activities: menu and food service must be consistent with cultural background,

assessment and advanced care planning must include spiritual and cultural preferences,
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and representatives must act on the residents’ beliefs and values. In BC policy enables
residents to give or refuse consent to care based on moral or religious grounds as stated in
the Health Care (Consent) and Care Facility (Admission) Act (1996), “every adult who is
capable of giving or refusing consent to health care has (a) the right to give consent or to
refuse consent on any grounds, including moral or religious grounds, even if the refusal
will result in death” (pos. 66-68). Wherein NS policy prohibits discrimination stating that
a resident cannot be refused admission based on their “ethnicity, gender, language...
race, religion, [or] sexual orientation” (Facility Placement Policy, p. 12, 2002). Both
provinces also support residents’ spirituality by encouraging them (voluntarily) to be
involved in religious services and customs, have a clergy visit, the right to express their
beliefs, and in NS provide religious activities.

Unique to the spiritual and cultural domain in BC is keeping couples together in
LTC as described in the ‘Social” domain section. BC policy states that an in-eligible
spouse may be considered eligible if they, “need to support the language, cultural
customs, values and beliefs of the spouses” (Home and Community Care Policy Manual
Chapter 6 Long-Term Care Services, p. 16, 2019). This recognizes the importance of the
individual and their cultural and supports their spiritual well-being. In NS, written text
around the physical environment supports the spiritual and cultural domain whereby there
must be a non-denominational space for spiritual practice and conductive to cultural
needs. Although no further details are given in how LTC homes are to support individual
spiritual well-being and culture, giving the infrastructure further supports the ability for

residents to continue what is important to them both spiritually and culturally.
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Both jurisdictions have some text representing the domain end-of-life
care/management. Sub themes that were described in policy include end-of-life care, end-
of-life management and essential visits during COVID - but the provinces vary in the
details. Both jurisdictions encourage end of life planning from the resident and their
family or a designate, and NS policy gives the resident some choice in end-of-life
involvement as described in the Long Term Care Program Requirements (2019),
“residents or their authorized designates decide the extent to which family members,
friends and others are involved in their care, including end of life care” (p. 16). In terms
of management and the EOL, policy in NS encourage funeral arrangements are planned
and communicated. Specific to the COVID-19 policies, when visits were restricted, both
provinces gave leniency for compassionate care, meaning residents who had critical
illness, were palliative, at the end of life, or were receiving medical assistance in dying
(also referred to as MAID) could have visitors present. However, they were vague on
details for instance, BC states that residents at end of life can have more than one visitor
but provides no further details. NS policy is even more vague by stating compassionate
care exceptions should be considered and the number of visitors will be considered on a
case-by-case basis by each LTC facility. This is reflected in the COVID-19 Management
in Long Term Care Facilities (2020) policy:

Compassionate accommodation should be considered for visitors who are vising

very ill or palliative residents, or those who are performing essential support care

services for the resident...limit to one person at a time for a resident
(compassionate exceptions to be considered by the facility on a case-by-case basis

(p. 11).



81
PALLIATIVE APPROACHES IN LONG-TERM CARE

qu'l't g1"cpfDgt gexgo gp¥”’

Loss, grief, and bereavement was the least coded domain, wherein there was no
policy text supporting this domain in NS and only one policy segment in BC supported
this domain. The segment is comprehensive in that it supports other domains such as
EOL care/management, physical, and psychological. BC’s Model Standards for
Continuing Care and Extended Services (1999) is the only policy analyzed that mentions
counselling services for residents and their family/caregivers, which is a crucial aspect of
this domain. The coded segment states:

Residents are supported to maintain their health and well-being... to support and

assist residents, the interdisciplinary team:

anticipates, recognizes, supports and responds to residents' with palliative care

needs by:

- monitoring and controlling symptoms;

- adapting routines to accommaodate residents/caregivers need for privacy and

modified routines;

- providing emotional support and information to residents/caregivers; and,

- collaborating with community resources to arrange counselling, hospice and

chaplain services. (Model Standards for Care, 1999, p. 69)

The segment highlights EOL care/management as well as loss, grief, and bereavement by
providing emotional and counselling/community resources for not only the resident, but
also their caregivers. Moreover, monitoring and controlling symptoms address the

physical domain while privacy and providing emotional support addresses the
psychological domain.
Summary

Policies in BC and NS highly reflect various domains of a palliative approach to
care. Albeit there are large discrepancies between the most frequent domains
(communication and physical health) and the least frequent domains (EOL

Care/Management and Loss/Grief/Bereavement). These findings provide a snapshot of
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what is currently supported at a legislative level and what can be built upon where more
work needs to be done. The next chapter will highlight some promising approaches, some
of the consequences for the lack of end-of-life care in written policy, and
recommendations for how these findings can be used to improve and integrate a palliative

approach to care in the LTC setting.
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Chapter 6: Discussion and Conclusion

Integration of a Palliative Approach to Care in the LTC Policy Context

The goal of this research was to understand how a palliative approach to care is
integrated into LTC within the policy context in two provinces: BC and NS. Analysis
revealed that various key domains (e.g., communication, social, care planning,
psychological, etc.) of a palliative approach to care are highly reflected in policy. Yet
many aspects are vague and could apply closer alignment to certain aspects of a palliative
approach to care such as symptom management, assessments specific to end of life, and
providing support at the time of death and post death to families, residents, and staff.
While there were gaps identified it is promising that various aspects of conceptual
understanding and guiding principles necessary for a palliative approach to care have also
been demonstrated as highly supported in LTC policy.

The guiding principles of a palliative approach to care focus on clear
communication, facilitating relationships, and care delivery (Sawatzky et al., 2016).
These three themes are highly reflected in LTC policy and fit within the domains
communication, social, and care delivery, which are among the most supported domains.
Encouraging resident centered and family centered care to improve quality of life is
another common and important aspect of a palliative approach to care (Sawatzky et al.,
2016), which was also evident in most policies in this analysis. The terms “resident
centered care” or “person centered care” are explicitly mentioned throughout policies,
especially the more recent policies. As well, “quality of life” is often mentioned as an
outcome of care for example, “resident’s quality of life and well-being are enhanced

through the provision of resident centered care” (Long Term Care Program
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Requirements, p. 18, 2019). Care outcome statements such as these are then followed up
with specific actions or mechanisms that are intended to improve quality of life, for
example, “the home provides a documented, timely orientation for all staff members,
volunteers and contracted personnel. The orientation provides the necessary information
to support residents in a safe manner and improve their quality of life” (Long Term Care
Program Requirements, p. 41, 2019).

Sawatzky et al. (2016) describe three themes that generate conceptual
understanding of a palliative approach to care. These three themes were found to be
supported in policy to varying degrees. First, is an upstream delivery of care that includes
being proactive in advance care planning and open communication around the goals of
care (Sawatzky et al., 2016). This first theme is highly represented in LTC, for example,

communication is embedded in majority of the policies and the goals of care are
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contextualized within the existing health care system (Sawatzky et al., 2016). As a result
of examining policies specific to LTC, it is evident that a palliative approach to care is
contextualized within the existing LTC system at a regulatory policy level to varying
degrees.

Interesting to note is that the groundwork for a palliative approach to care
(described as hospice care and specialized palliative care) and the initial tenets
established by Cicely Saunders are, in part, integrated in LTC policy. The first tenet
addresses total pain which includes physical, psychological, and spiritual comfort (or
discomfort) (Lutz, 2011). This is addressed in policy as a “holistic approach” which
encompasses “physical, social, cultural, mental and spiritual well-being”. The second is
relief of suffering and physical pain (Lutz, 2011). This is not as evident in policy. There
is a focus on physical health, and specifically medication management and pain
management however, the general population in LTC is not necessarily recognized as
suffering and needing to relieve physical pain. In general, there tends to be more of a
focus on enhancing residents’ abilities whether it is through encouraging them to be
involved in their own care (i.e., dressing and walking) or through providing specialized
equipment. Relief of suffering and physical pain tends to be toward the later stages of end
of life. The third tenet is attention to family and friend caregivers (Lutz, 2011). Although
families are recognized in policies, they are more so recognized as being a part of the
care team, rather than persons requiring care or attention. Their psychosocial needs are

largely missing within the policy context.
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A palliative approach to care is not to be solely reserved for one’s final months or
days however, the end of life is an important time where a palliative approach can
improve the comfort and quality of life for the individual and their family (Sawatzky et
al., 2016). LTC has become a common setting for end-of-life care and even death
(Northcott & Wilson, 2017). Although these trends are increasing, there is very limited
acknowledgement or adaption to reflect this trend regarding care or services. End of life
is referred to in policy when discussing funeral arrangements, residents having the choice
to have visitors at end of life, compassionate visits during the pandemic, and advanced
directives. The context of dying and death tends to be legalistic and procedural. There is
no explicit acknowledgement of death or bereavement, apart from one segment that
implies this in the BC Model Standards for Continuing Care and Extended Services
(1999), which states licensees must monitor symptoms, provide emotional support for
residents and caregivers, and collaborate with community resources for counselling. This
policy text does not state “after the death” or “during the dying process,” but is lead with
a statement about recognizing when someone is palliative or at the end of life (full quote
on p. 72-73). This is a key statement that encompasses various domains such as physical
health attending to symptom management, psychological attending to the emotional
support, and loss, grief and bereavement attending to counselling services when a
resident is identified at end of life. Moreover, no procedures or details are written about
best practices for good end-of-life care or post-death care. This is particularly important
for other residents who see their friends and peers dying, for families who are

experiencing loss, and for LTC staff who have formed close relationships caring for the
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residents who die (Beck et al., 2012; Beck et al., 2014; McCleary et al., 2018; Munn et
al., 2008; Reimer-Kirkham et al., 2016).

Today, death is experienced more frequently in LTC and it is not being
acknowledged at a regulatory level. In order for residents and families to receive good
end-of-life care and for staff to provide good end-of-life care, this needs to be
acknowledged. Specific to the palliative approach to care framework used in this
analysis, loss/grief/bereavement can be further integrated within the policy context to
achieve this standard. For example, the Long Term Care Program Requirements (2019)
policy in NS or the Model Standards for Continuing Care and Extended Services (1999)
and the Home and Community Care Policy Manual (2019) policy in BC provide
infrequent and vague statements on end of life and grief and bereavement services, such
as partnering with communities for counselling services and family/friend involvement at
end of life. Where these policies already have some mention of these domains, it could be
further expanded on to provide services within the home to address loss, grief and
bereavement or guiding standards and procedures for best practice end of life care.

The stigma around death and dying may be a contributing factor as to why this
reality is not reflected in LTC policy. The stigma in Western culture around death makes
the topic uncomfortable or unnatural for many to discuss (Beck et al., 2012; McCleary et
al., 2018; Munn et al., 2008; Nilsen et al., 2018; Sutherland et al., 2019). However, death
and dying are realities for the many residents of LTC, as this is often their last location or

home prior to death (Northcott & Wilson, 2017).
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high level provincial LTC policy. The provincial regulations guide care and can provide a
starting point in educating staff and management on the benefits of a palliative approach
to care. Not only will this help to reduce the stigma, but it can support persons who are
experiencing grief and bereavement.
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One of the goals of this analysis was to outline promising practices that are
readily available in provincial level LTC regulatory policy. This allows staff and families
to provide a palliative approach to care within the current boundaries of the system. The
following promising approaches stand out as supporting a palliative approach to care and
can be leveraged by care providers and LTC managers.

Some of the essential enablers of a palliative approach mentioned in the literature
were also highly reflected in LTC policy. This includes communication between the care
team, resident, and family and documenting the goals of care along with an ongoing
review of these goals (Jackson et al., 2012; McCleary et al., 2018; The American
Geriatrics Society Expert Panel on Person-Centred Care, 2016). Advanced care planning
is an essential component of a palliative approach and policy encourages a holistic
approach to advanced care planning along with the legalistic procedures such as when
and how these plans become active. This process ensures wishes are met and values and
choices are accounted for at end of life, which is especially important for persons living
with dementia or those who are assessed as no longer deemed capable to make their own
decisions (Cantor & Pearlman, 2003). Legislating this ensures that all residents have a
plan in place, ultimately helping to reduce burdensome treatment, encouraging comfort

care if the resident wishes, and reducing hospitalization deaths (Ersek & Carpenteer,
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2013; Martin et al., 2016), and empowering care providers with the knowledge that they
are meeting the preferences of the residents and their families. The literature has found
these aspects can improve the quality of life and end-of-life care for residents in LTC and
thus having a reflection of these aspects in policy ensures a standard for all.

Having open communication regarding the resident’s goals of care was mentioned
as being a key aspect in a palliative approach to care and person-centred care (Sawatzky
et al., 2016; The American geriatrics society expert panel on person-centred care, 2016).
This was frequently supported throughout various policies in both provinces. Policies
outline mechanisms in place to ensure a holistic care plan is developed such as formal
assessments, resident’s goals of care are discussed upon admission and rediscussed (on
an annual, quarterly, or as needed basis), and that residents cultural, spiritual, and
emotional needs and preferences are documented in their care plan. These aspects of the
care plan should be remembered and attended to along with more clinical outcomes in the
provision of care. For example, these could be leveraged within a pandemic context
ensuring residents receive holistic care rather than care exclusively focused on risk
management and safety. Care plans are required to include resident’s interests, preferred
routines, and approaches for challenging behaviour. By attending to the resident’s
preferences for routines it can help reduce task-oriented care and rigidness of routines in
LTC. Further, BC’s Resident Bill of Rights (2009) states that individual lifestyle choice
such as recognizing preferred bed and wake times and independence in choosing to live
at risk be respected. This policy text gives residents some autonomy in a setting that often
restricts it. Residents’ choice to live at risk can further leverage the risk and safety

approach with more social and individual autonomy approach to care.
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Relationships are essential to providing a palliative approach to care (Beck et al.,
2012; Beck et al., 2014; Casey et al., 2011; McCleary et al., 2018; Munn et al., 2008;
Reimer-Kirkham et al., 2016). A variety of policies between the two jurisdictions
recognize, encourage, and provide opportunity to foster relationships. The context of
these relationships is often between residents and their families, caregivers, friends,
spouses, or substitute decision makers (also referred to as representatives in BC).
Although the literature indicates relationships between residents and staff are essential for
a palliative approach to care, this is not supported at a legislative level. (Beck et al., 2012;
Beck et al., 2014, Casey et al., 2011; McCleary et al., 2018; Munn et al., 2008; Reimer-
Kirkham et al., 2016). The regimented regulation that is focused on task-oriented care
and lack of flexibility for fostering relationships between care staff and residents is well-
documented by Banerjee and Armstrong (2016) as a product of the institutional system.
Unique to BC is the commitment to support couples to be together. Whether the facility
provides extra support in terms or transportation or time, the health authority looks for
alternative care and living accommaodations, or in extenuating circumstances the non-
eligible spouse can move into the LTC home.

There are a few policy texts that give residents autonomy and choice in their care
and preferences for daily routines. Policy in BC supports residents to choose their
preferred wake times and eat times (Model Standards for Continuing Care and Extended
Services, p. 67, 1999). This can give staff some flexibility when providing care and focus
less on the task-oriented rushed nature and focus more on the relational approach
attending to specific resident needs. Residents’” preference for food, including residents

in meal planning, and preference for mealtimes are stated as aspects that should be



91
PALLIATIVE APPROACHES IN LONG-TERM CARE

considered and or encouraged. Another aspect of care in which residents have complete
choice is when they have visitors and who they want to visit at end of life. BC has a
formal process for residents to make complaints and they cannot be evicted for making
complaints. This gives some power and agency to residents in a setting of care that is
highly regulated. These texts can support the individual’s quality of life and support staff
in providing a more resident centred relational approach to care.

Many of the domains and themes supported attend to quality of life as opposed to
quality end-of-life care. These are necessary conditions to ensure someone experiences a
good death and quality care at the end of life. For example, ensuring someone has an
advanced care plan in place and supporting communication between the care team is a
pre-requisite to end-of-life care. Moreover, living and dying happen simultaneously and
although there are gaps around end-of-life care in policy, it is promising that other
domains contributing to quality of life are supported.

Higs gpe "¢'Fqo c pl"”

The amount that each domain is reflected can provide understanding as to which
aspects of a palliative approach to care are supported in a policy context. It also signals
areas for improvement. For example, we know that addressing end-of-life care, death,
and post-death grief and bereavement needs are necessary to a good palliative approach
(CHPCA, 2013; Durepos et al., 2017; Kristjanson et al., 2003; Pallium Canada, 2020).
However, as this analysis reveals, out of the 29 policies analyzed only a small percent has
text supporting this aspect. Other domains are very similar between provinces where the
only major differences range from 15 percent (communication), five percent (physical

and social), four percent (care delivery) and three percent (practical activities). All of the
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other domains examined have less than two percent difference between provinces.
Although LTC is governed provincially and subject to differing regulations, finding from
this analysis reveals the many similarities underlying a palliative approach to care in the
policy context.

While the frequency that a domain is present in policy gives an overview of which
aspects of a palliative approach to care are integrated, it should also be noted that not all
domains carry the same weight. For example, communication is a much more
multifaceted domain that encompasses communication with the resident, between the
care team, informed decision-making, and sharing of information, whereas spiritual and
cultural encompasses values, beliefs, practices, and rituals of the resident. One does not
necessarily carry more value than the other, but it is important to recognize that
communication happens in various settings, among many people, and is crucial to many
aspects of care and operations of the LTC home. Comparatively, spiritual and cultural
may be more subjective to a person’s life and routine. Moreover, aspects of
communication are more readily integrated into policy and necessary to guide the
provision of care and operations of a LTC home whereas spiritual care is not as easily
integrated. This is exemplified in the context of COVID-19 and other outbreaks whereby
communication is described between the facility and the health authority, with residents
and family, and through signage of proper hygiene and notices. Spiritual and cultural may
not be integrated in as many written segments within this context. For example, when
there is an outbreak, policies state that a holistic approach including spiritual needs are
attended to. Further, the language used in policies such as “a licensee shall-", “the

resident has the right to-", “consider-" “encourage-" influences what aspects of policies
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are leveraged in practice. For example, policy that uses more powerful language (i.e.,
must do’s) provide stronger support compared to weaker language (should do’s). In sum,
the frequency of some domains may just be a product of regulatory policy and what can
be legislated. Nonetheless, a positive outcome of this research is that all 10 domains of a
palliative approach to care were supported in some capacity, which also signals areas that
can be improved, such as support in loss/grief/bereavement, which was seldom supported
in policy.

The frequency of domains reflected in policy provides a snapshot overview
however, the more domains supported does not necessary mean that it is a promising text.
The following two excerpts support this statement. In both BC and NS policy there are
variations of the following text, “A holistic approach to resident-centred care that
addresses physical, social, cultural, mental and spiritual well-being is supported.” (Long
Term Care Program Requirements, p. 8, 2019). This text supports the domains physical,
social, spiritual and cultural, and psychological however, there is no indication how
these are met or leveraged in practice. The next BC policy text also supports multiple
domains:

Residents are supported to maintain their health and well-being... to support and

assist residents, the interdisciplinary team:

anticipates, recognizes, supports and responds to residents' with palliative care

needs by:

- monitoring and controlling symptoms;

- adapting routines to accommaodate residents/caregivers need for privacy and

modified routines;

- providing emotional support and information to residents/caregivers; and,

- collaborating with community resources to arrange counselling, hospice and

chaplain services. (Model Standards for Care, 1999, p. 69)

This text explicitly mentioned palliative care and supports the domains physical, EOL

care/management, loss/grief/bereavement, and psychological. This text provides more
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detail and guides policy users in ways to best support residents who are at the end of life
and how to support family and friends. Therefore, the context in which the domains are
supported is what can better guide care.

Hpfpd'py gEqpg v'E F/ "

As described in the literature, the LTC sector faces many barriers to integrating a
palliative approach to care, most notable a lack of human resources and a lack of
financial resources (Andrews et al., 2009; Frey et al., 2016; McCleary et al., 2018; Nilsen
et al., 2018; Sutherland et al., 2019; Wiersma et al., 2019). The COVID-19 pandemic has
only exacerbated these issues where staffing is at an all-time low and health care workers
face burn out (White et al., 2021). In a time where residents and families would have
benefited most from a palliative approach to care, COVID-19 policies were concentrated
around safety with very little attention to the more psychosocial domains.

Policy directives almost exclusively focused on the infection prevention and
collective safety aspect. Originally families were not considered essential visitors nor
were social visits deemed as essential. This stance goes directly against a palliative
approach to care and broader person-centred care that is often mentioned in other LTC
regulations. Solely focusing on safety and excluding essential social aspects of care
indicates that social care is not as valued as clinical and safety outcomes. Moreover, a
holistic approach to care that is described in various policies was not supported in the
COVID-19 pandemic. COVID-19 policies had further negative effects by isolating
residents to their rooms, cancelling activities, and discouraging socialization, meals were
provided in the resident’s room, and staff were reducing their interactions with residents

due to safety precautions. The aforementioned routines of daily living that often
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contribute to the joy and quality of life for the individual were greatly reduced or
eliminated altogether. By reverting to a medical model (as opposed to a social model of
care) and focusing on infection prevention and control, residents emotional and mental
health suffered greatly (Bethell et al., 2021; McArthur et al., 2021).

Harsh visitor restrictions were eventually eased with help from family advocates
wherein provincial policy directives introduced family caregiver programs and social
visits. These visiting programs were paired with an abundance of rules and procedures
such as screening measures, visiting hours, number of visitors, and activities that were
permitted while visiting (BC Overview of Visitors in Long-Term Care and Seniors
Assisted Living, 2021; NS Covid-19 Management in Long Term Care Facilities, 2020).
Albeit these stringent restrictions, there are some promising policy texts that can support
flexibility with visits and attend to individual psychosocial needs.

In BC’s Overview of Visitors in Long-Term Care and Seniors Living (2020)
policy text calls for a balance between safety and resident quality of life. Despite this
recognition, no further details or examples of how to achieve this are given throughout
the policy. Importantly, there seems to be some text that allocates some flexibility with
visits. The Overview of Visitors in Long-Term Care and Seniors Living (2020) policy in
BC guides LTC homes to account for individual needs for what a meaningful visit is
when determining the frequency and length of visits. This is followed by a statement that
visits must comply with safety however, it can be used to provide exceptions for
individual resident needs or preferences, rather than a blanket approach. BC also gives
family caregivers and visitors some agency through an appeal process to have their

visiting status reviewed. They can go through this process and speak to management and
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have their visitor status reviewed. These excerpts provide a more individualized approach
rather than a blanket approach normally applied by policy, especially with visiting
restrictions during COVID-19. In NS there is no formal process to appeal who can visit
however, in compassionate circumstances Covid Management in Long Term Care
Facilities (2020) does state that case by case considerations will be considered. There is
no further detail on what these cases may be, which may lead to unfair treatment between
family members and LTC facilities.

LTC homes were the hardest hit in terms of setting for COVID-19 cases and
deaths, thus understandably policies attended to safety and infection prevention and
control (CIHI, 2021; Gilissen et al., 2020; Szklarski, 2020). However, the people living in
LTC were not given any rights or ability to make choices for themselves. They were cut
off from essential relationships with family, friends, caregivers, and peers. It has been
demonstrated that family and friend caregivers can visit with safety precautions and the
collective safety of all residents and staff can be protected. Moving forward it is
important to balance the risk while attending to resident’s preferences and psychosocial
well-being.

Recommendations for Practice

This policy analysis highlights some promising practices that can be readily
applied by LTC managers or individual care staff. These promising policy text promote
some flexibility in providing care, attend to resident’s psychosocial well-being, and
provide a resident centred individualized approach to care. | would be remiss if | did not
acknowledge the changes that need to be addressed at a higher system level. LTC is an

institution that reflects regimented schedules, rigid rules, devaluation of staff, and
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resident disempowerment (Banerjee & Armstrong, 2016; Burghardt, 2017) which often
creates challenges for introducing a philosophy of care such as a palliative approach.
Furthermore, staffing and resources are essential to providing the basic standards of care
and to further integrate a palliative approach to care. Sufficient staffing is required to
integrate a palliative approach to care and allow care staff to be flexible in the care they
provide.

In response to the staffing shortages and in the context of the COVID-19
pandemic, it is recommended that LTC policies and COVID-19 specific policies support
volunteers who provide hospice, palliative, end of life, or peer support to residents. By
supporting volunteers to spend one-on-one time with residents it can help ease the
loneliness experienced by residents during the COVID-19 pandemic. This could include
partnerships with hospice and palliative care organizations or community resources alike.
By supporting volunteers throughout the pandemic and beyond, it may ease some of the
work and burden LTC staff are facing and allow staff to be more flexible in when they
provide care.

Although many domains are highly embedded within policy, there are some key
elements of a palliative approach to care that could be further supported and stated in
policy. First, providing comfort care and easing burdensome symptoms at the end of life
should be further supported in policy. For example, the relief of pain is mentioned in both
provinces however it would be further supported if there were specific processes or
measures described to identify when someone is at the end of life, how to routinely
monitor symptoms, and how to manage symptoms. Having standards for this process

further ensures comfort care. Second, continuing education on various topics such as first
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aid and facility philosophies are required. Providing a statement or opportunity for staff
to be educated on providing end-of-life care or emotional support for families would
further normalize the stigma around end of life and ensure staff are equipped to provide
care confidently.

Finally, where there are significant gaps around loss, grief, and bereavement and
it is recommended that the following be further developed in LTC policy. It would be
beneficial to have a dedicated staff oversee end-of-life care (similar to how there are
volunteer coordinators in some LTC homes) to ensure comfort, access to services,
provide emotional support to families and friends, and address grief and bereavement
needs. Grief and bereavement needs must be further developed in policy to ensure
consistent supports across LTC homes. It is recommended that not only residents and
families receive this support, but staff as well. Some supports include access to
psychological support, grief counselling, and organizational support whether that be
memorials or staff are given time to remember and grieve. This could also be briefly
reflected in a statement such as, “offer coping strategies or community resources
immediately following death”. Further, it would be beneficial to acknowledge and outline
support for spiritual and cultural practices around death and dying. Many LTC homes
choose to be accredited by Accreditation Canada’s (2017) Residential Homes for Seniors.
In addition, it is recommended that LTC homes consider using the Hospice, Palliative,
End of Life Services (Accreditation Canada, 2019) framework to integrate best practices
and improve quality of end-of-life care.

Through this policy analysis it is evident the LTC system has made strides toward

integrating person centred care by including more holistic aspects of care such as
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psychological well-being and attending to spiritual needs of residents. The term “person
centred care” is explicitly named in newer regulatory policy. “Person centred care”
having a presence in policy is encouraging in that it signals the ability for a palliative
approach to have a place in regulatory level policy as well. Currently, a “palliative
approach to care” is explicitly described in one NS policy (Long Term Care Program
Requirements, 2019). It is recommended that not only the two domains 1) loss, grief, and
bereavement and 2) end-of-life care/management be further integrated into policy, but
that a palliative approach to care be explicitly mentioned and described in policy. This
will help to further normalize and reduce the stigma around the term and contextualize it
within the LTC system (Sawatzky et al., 2016).
Limitations and Considerations for Future Research

The main limitation to this thesis is research is that findings reflect what is written
in policy and not necessarily what is translated and practiced in care. Moreover, what is
carried out in practice may further enhance what is written in policy. Anecdotally we
know that some LTC home have partnerships with hospice and palliative care
organizations and most staff go above and beyond to ensure residents have the best care
including at the end of life, even though it is not explicitly written in policy. This research
analyzed LTC specific regulatory policies, which must be followed by LTC providers in
order to obtain licensing and are therefore influential. Therefore, this research provides
the first key piece to more research possibilities in this area. My first recommendation for
further research is that future policy analysis research should examine policies at the
regional health authority level and policies within LTC facilities. This may provide more

in-depth insight and specifics to how a palliative approach to care is integrated in a policy
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context. My second recommendation for future research is that this policy analysis can be
paired with other methods such as case studies within LTC homes or interviews with
LTC staff, residents, and family members. This future research is important to understand
how policy is interpreted and translated into practice and illuminate end of life care in the
context of the pandemic.
Conclusion

This research is the first to examine LTC regulatory policies through a palliative
approach to care lens. Analysis reveals that LTC specific policy highly reflects many
aspects critical to palliative approach to care, in both BC and NS. Although there is
alignment in the domains, which is promising, specific policy statements that reference
standards or expectations related to palliative and end-of-life care would enhance policy
guidance. Specifically, expanding policy to go beyond the end of a person’s life and
include support for death and post-death bereavement and grief for families, other
residents, staff, and volunteers. Furthermore, this analysis highlights how a palliative
approach to care is a broad philosophy of care that can be used to improve quality of life
and as a precondition to quality end-of-life and death care. The COVID-19 pandemic has
contributed to hardship and poor end-of-life care within the LTC setting. With a spotlight
on LTC and quality of life for residents, resources and improvements are needed to
support the LTC sector. This analysis provides a novel interpretation of LTC regulatory
policies and points to unique approaches (and gaps that can be improved) that can guide

other provinces when amending or creating new standards.



101
PALLIATIVE APPROACHES IN LONG-TERM CARE

References

Accreditation Canada. (2019). Hospice, palliative, end-of-life services.

Accreditation Canada. (2017). Residential Homes for Seniors.

Ahlstrom, G., Nilsen, O., Benzein, E., Behm, L., Wallerstedt, B., Persson, M., &
Sandgren, A. (2018). Implementation of knowledge-based palliative care in
nursing homes and pre-post post evaluation by cross-over design: A study
protocol. BMC Palliative Care, 17(1), 1-11. https://doi.org/10.1186/s12904-018-
0308-2

Alberta Health Services. (2019). Continuing care services.

https://www.albertahealthservices.ca/cc/Pagel15339.aspx

Andrews-Hall, S., Howe, A., & Robinson, A. (2007). The dynamics of residential aged
care in Australia: 8-year trends in admission, separations and dependency.
Australian Health Review, 31(4), 611-622.

Andrews, S., Mclnerney, F., & Robinson, A. (2009). Realizing a palliative approach in
dementia care: Strategies to facilitate aged care staff engagement in evidence-
based practice. International Psychogeriatrics, 21(S1), S64-S68.
https://doi.org/10.1017/S1041610209008679

Arya, A. (2020, July 16). Palliative care has been lacking for decades in long-term care.

Policy Options. https://policyoptions.irpp.org/magazines/july-2020/palliative-

care-has-been-lacking-for-decades-in-long-term-care/

Banerjee, A., & Armstrong, P. (2016). Centring care: Explaining regulatory tensions in
residential care for older persons. Studies in Political Economy, 95(1), 7-28.

https://doi.org/10.1080/19187033.2015.11674944



https://doi.org/10.1186/s12904-018-0308-2
https://doi.org/10.1186/s12904-018-0308-2
https://www.albertahealthservices.ca/cc/Page15339.aspx
https://policyoptions.irpp.org/magazines/july-2020/palliative-care-has-been-lacking-for-decades-in-long-term-care/
https://policyoptions.irpp.org/magazines/july-2020/palliative-care-has-been-lacking-for-decades-in-long-term-care/
https://doi.org/10.1080/19187033.2015.11674944

102
PALLIATIVE APPROACHES IN LONG-TERM CARE

Banjeree, A., Rewegan, A. (2016). Intensifying relational care: The challenge of dying in
long-term residential care. Journal of Canadian Studies, 50(2), 396-
421. https://doi.org/10.3138/jcs.50.2.396

BC Centre for Disease Control. (2021). Long-Term Care Facilities and Assisted Living.

http://www.bccdc.ca/health-professionals/clinical-resources/covid-19-

care/clinical-care/long-term-care-facilities-assisted-living
BC Patient Safety & Quality Council. (2020). The daisy project: Quality end-of-life care

in a residential setting. https://bcpsqc.ca/quality-awards/winners/the-daisy-

project-quality-end-of-life-care-in-a-residential-setting/

Beck, I., Tornquist, A., Brostrom, L., & Edberg, A. K. (2012). Having to focus on doing
rather than being — Nurse assistant’s experience of palliative care in municipal
residential care settings. International Journal of Nursing Studies, 49(4), 455-464.

https://doi.org/10.1016/j.ijnurstu.2011.10.016

Beck, 1., Jakobsson, U., & Edberg, A. K. (2014). Applying a palliative care approach in
residential care: Effects on nurse assistant’s experience of care provision and
caring climate. Scandinavian Journal of Caring Sciences, 28(4), 830-841.
https://doi.org/10.1111/scs.12117

Bender, D, Lui, K. Y. G., & Holyoke, P. (2017). Five opportunities for healthcare
leaders to better support person- and family-centred care in long-term care
settings. Healthcare Management Forum, 30(1), 20-25.

https://doi.org/10.1177/0840470416660090



https://doi.org/10.3138/jcs.50.2.396
http://www.bccdc.ca/health-professionals/clinical-resources/covid-19-care/clinical-
http://www.bccdc.ca/health-professionals/clinical-resources/covid-19-care/clinical-
https://bcpsqc.ca/quality-awards/winners/the-daisy-project-quality-end-of-life-care-in-a-residential-setting/
https://bcpsqc.ca/quality-awards/winners/the-daisy-project-quality-end-of-life-care-in-a-residential-setting/
https://doi.org/10.1016/j.ijnurstu.2011.10.016
https://doi.org/10.1177/0840470416660090

103
PALLIATIVE APPROACHES IN LONG-TERM CARE

Bethell, J., Aelick, K., Babineau, J., Bretzlaff, M., Edwards, C., Gibson, J-L., Hewitt
Colborne, D., laboni, A., Lender, D., Schon, D., & McGilton, K. S. (2021). Social
connection in long-term care homes: A scoping review of published research on
the mental health impacts and potential strategies during COVID-19. Journal of
the American Medical Directors Association, 22(2) 228-237.

https://doi.org/10.1016/j.jamda.2020.11.025

Bokberg, C., Behm, L., Wallerstedt, B., & Ahlstrom, G. (2019). Evaluating of person-
centeredness in nursing homes after a palliative care intervention: pre- and post-
test experimental design. BMC Palliative Care, 18(44), 1-10.

https://doi.org/10.1186/s12904-019-0431-8

British Columbia Ministry of Health. (2013). The provincial end-of-life care action plan
for British Columbia.

https://www.health.gov.bc.ca/library/publications/year/2013/end-of-life-care-

action-plan.pdf

British Columbia Ministry of Health. (n.d.). Accountability.

https://www?2.gov.bc.ca/gov/content/health/accessing-health-care/home-

community-care/accountability

Broad, J. B., Lumley, T., Ashton,, T., Davis, B., & Connolly, M. J. (2017). Transitions to
and from long-term care facilities and length of completed stay: Reuse of
population-based survey. Australasian Journal on Ageing, 36(2), E1-E7.
https://doi.org/10.1111/ajag.12378

Bryman, A. (2012). Social research methods (4™ ed.). Oxford University Press.


https://doi.org/10.1016/j.jamda.2020.11.025
https://doi.org/10.1186/s12904-019-0431-8
https://www.health.gov.bc.ca/library/publications/year/2013/end-of-life-care-action-plan.pdf
https://www.health.gov.bc.ca/library/publications/year/2013/end-of-life-care-action-plan.pdf
https://www2.gov.bc.ca/gov/content/health/accessing-health-care/home-community-care/accountability
https://www2.gov.bc.ca/gov/content/health/accessing-health-care/home-community-care/accountability
https://doi.org/10.1111/ajag.12378

104
PALLIATIVE APPROACHES IN LONG-TERM CARE

Burge, F. 1., Lawson, B. J., Johnston, G. M., Grunfeld, E. (2008). A population-based
study of age inequalities in access to palliative care among cancer patients.
Medical Care, 46(12), 1203-1211.
https://doi.org/10.1097/MLR.0b013e31817d931d

Burge, F., Lawson, B., Johnston, G., Asada, Y., Mclintyre, P. F., & Flowerdew, G.
(2015). Preferred and actual location of death: What factors enable a preferred
home death?. Journal of Palliative Medicine, 18(12), 1054-1059.
https://doi.org/10.1089/jpm.2015.0177

Burghardt, M. (2017). Institutional survivorship: Abandonment and the “machinery of
the establishment”. Canadian Journal of Disability Studies, 6(3), 188-148.

https://doi.org/10.15353/cjds.v6i3.368

Cable-Williams, B., & Wilson, D. M. (2017). Dying and death within the culture of long-
term care facilities in Canada. International Journal of Older People Nursing,

12(1), 1-11. https://doi.org/10.1111/0pn.12125

Cagle, J. G., Unroe, K. T., Bunting, M., Bernard, B. L., & Miller, S. C. (2017). Caring for
dying patients in the nursing home: Voices from frontline nursing home staff.
Journal of Pain and Symptom Management, 53(2), 198-207.
https://doi.org/10.1016/j.jpainsymman.2016.08.022

Canadian Centre for Elder Law. (2021). An Overview of the COVID-19 Long-Term Care

Visitor Policies Across Canada. https://www.bcli.org/an-overview-of-the-covid-

19-long-term-care-visitor-policies-across-canada


https://dx.doi.org/10.1097%2FMLR.0b013e31817d931d
https://doi.org/10.15353/cjds.v6i3.368
https://doi.org/10.1111/opn.12125
https://dx.doi.org/10.1016%2Fj.jpainsymman.2016.08.022
https://www.bcli.org/an-overview-of-the-covid-19-long-term-
https://www.bcli.org/an-overview-of-the-covid-19-long-term-

105
PALLIATIVE APPROACHES IN LONG-TERM CARE

Canadian Foundation for Healthcare Improvement. (2020). Embedding palliative

approaches to care: Spread collaborative. https://www.cfhi-

fcass.ca/WhatWeDo/epac

Canadian Hospice Palliative Care Association. (2019). Balfour Mount: Leadership award.

http://www.chpca.net/about-us/awards/leadership-award/balfour-mount.aspx

Canadian Hospice Palliative Care Association. (2015). The way forward national
framework: A roadmap for an integrated palliative approach to care.

http://www.hpcintegration.ca/media/60044/TWF-framework-doc-Eng-2015-final-

Aprill.pdf

Canadian Hospice Palliative Care Association. (2013). A model guide to hospice
palliative care: Based on national principles and norms of practice.
https://www.chpca.net/media/319547/norms-of-practice-eng-web.pdf

Canadian Institutes for Health Information. (2021). The impact of COVID-19 on long
term care in Canada: Focus on the first six months.
https://www.cihi.ca/sites/default/files/document/impact-covid-19-long-term-care-
canada-first-6-months-report-en.pdf

Canadian Institute for Health Information. (2018). Access to palliative care in Canada.

https://www.cihi.ca/sites/default/files/document/access-palliative-care-2018-en-

web.pdf

Cantor, M. D., & Pearlman, R. A. (2003). Advance care planning in long-term care
facilities. Journal of the American Medical Directors Association, 4(2), 101-108.

https://doi.org/10.1016/S1525-8610(04)70284-4



https://www.cfhi-fcass.ca/WhatWeDo/epac
https://www.cfhi-fcass.ca/WhatWeDo/epac
http://www.chpca.net/about-us/awards/leadership-award/balfour-mount.aspx
http://www.hpcintegration.ca/media/60044/TWF-framework-doc-Eng-2015-final-April1.pdf
http://www.hpcintegration.ca/media/60044/TWF-framework-doc-Eng-2015-final-April1.pdf
https://www.cihi.ca/sites/default/files/document/access-palliative-care-2018-en-web.pdf
https://www.cihi.ca/sites/default/files/document/access-palliative-care-2018-en-web.pdf
https://doi.org/10.1016/S1525-8610(04)70284-4

106
PALLIATIVE APPROACHES IN LONG-TERM CARE

Carr, A., & Biggs, S. (2018). The distribution of regulation in aged and dementia care: A
continuum approach. Journal of Aging and Social Policy, 32(3), 220-241.

https://doi.org/10.1080/08959420.2018.1528113

Carr, D. & Luth, E. (2016). Chapter 18: End-of-life planning and health care. In L. K.
George & K. G. Ferraro (Eds.), Handbook of aging and the social sciences (8%
ed., pp. 375 — 390). Elsevier.

Casey, D., Murphy, K., Ni Leime, A., Larkin, P., Payne, S., Froggatt, K. A., & O’Shea E.
(2011). Dying well: Factors that influence the provision of good end-of-life care
for older people in acute and long-stay care settings in Ireland. Journal of Clinical
Nursing(13-14), 20, 1824-1833. https://doi.org/10.1111/].1365-
2702.2010.03628.x

Chenoweth, L., Stein-Parbury, J., Lapkin, S., Wang, A., Liu, Z., & Williams, A. (2019).
Effects of person-centered care at the organisational-level for people with
dementia: A systematic review. PLOS ONE, 14(2).

https://doi.org/10.1371/journal.pone.0212686

Clark, D. (2007). From margins to centre: A review of the history of palliative care in
cancer. Lancet Oncology, 8(5), 430-438. https://doi.org/10.1016/S1470-
2045(07)70138-9

Cohen, M. (2003). A dramatic reversal of policy on long-term care. In S. Fuller, C. Fuller
& M. Cohen (Eds.), Health Care Restructuring in BC: A CCPA Policy Brief.

http://www.policyalternatives.ca/sites/default/files/uploads/publications/BC Offic

e Pubs/health restructuring.pdf



https://doi.org/10.1080/08959420.2018.1528113
https://doi.org/10.1371/journal.pone.0212686
https://doi.org/10.1016/S1470-2045(07)70138-9
https://doi.org/10.1016/S1470-2045(07)70138-9
http://www.policyalternatives.ca/sites/default/files/uploads/publications/BC_Office_Pubs/health_restructuring.pdf
http://www.policyalternatives.ca/sites/default/files/uploads/publications/BC_Office_Pubs/health_restructuring.pdf

107
PALLIATIVE APPROACHES IN LONG-TERM CARE

Comas-Herrera, A., Pickard, L., Wittenberg, R., Malley, J., & King, D. (2010). The long-
term care system for the elderly in England (Report No. 74).

http://www.ancienlongtermcare.eu/sites/default/filessENEPRI1%20 ANCIEN %2

ORRN0%2074England.pdf

Daly, T., Struthers, J., Mdiller, B., Taylor, D., Goldmann, M., Doupe, M., & Jacobsen, F.
F. (2016). Prescriptive or interpretive regulation at the frontline of care work in
the “three worlds” of Canada, Germany and Norway. Labour, 77, 37-71.
https://doi.org/ 10.1353/11t.2016.0029

Dalley, G. (2008). Long-term care in the United Kingdom: Community or institutional
care? Individual, family or state responsibility? Journal of Aging and Social
Policy, 12(1), 1-5. https://doi.org/10.1300/j031v12n01 01

Dinour, L. M., Kwan, A., & Freudenberg, N. (2017). Use of comparative case study
methodology for US public health policy analysis: A review. Journal of Public
Health Management & Practice, 23(1), 81-89.
https://doi.org/10.1097/PHH.0000000000000406

Doctors Nova Scotia. (2018). Supporting the palliative care approach: Recommendations

for Nova Scotians. https://doctorsns.com/sites/default/files/2018-05/next-

steps/PalliativeCarePosition.pdf

Durepos, P., Wickson-Griffiths, A., Hazzan, A. A., Kaasalainen, S., Vastis, V., Batistella,
L., & Papaioannou, A. (2017). Assessing palliative care content in dementia care
guidelines: A systematic review. Journal of Pain and Symptom Management,

53(4), 804-813. https://doi.org/10.1016/j.jpainsymman.2016.10.368



http://www.ancienlongtermcare.eu/sites/default/files/ENEPRI%20_ANCIEN_%20RRNo%2074England.pdf
http://www.ancienlongtermcare.eu/sites/default/files/ENEPRI%20_ANCIEN_%20RRNo%2074England.pdf
https://doi.org/10.1353/llt.2016.0029
https://doi.org/10.1300/j031v12n01_01
https://doctorsns.com/sites/default/files/2018-05/next-steps/PalliativeCarePosition.pdf
https://doctorsns.com/sites/default/files/2018-05/next-steps/PalliativeCarePosition.pdf
https://doi.org/10.1016/j.jpainsymman.2016.10.368

108
PALLIATIVE APPROACHES IN LONG-TERM CARE


https://doi.org/10.1093/geront/gnx122
https://doi.org/10.1016/j.jpainsymman.2007.02.033
http://eprints.lse.ac.uk/33895/1/dp2769.pdf

109
PALLIATIVE APPROACHES IN LONG-TERM CARE

Frohlich, N., De Coster, C., & Dik, N. (2002). Estimating personal care home bed
requirements. Manitoba Centre for Health Policy.

Gilissen, J., Pivodic, L., Unroe, K. T., & Van den Block, L. (2020). International
COVID-19 palliative care guidance for nursing homes leaves key themes
unaddressed. Journal of Pain and Symptom Management, 60, e56-e59.

https://doi.org/10.1016/j.jpainsymman.2020.04.151

Grealish, L., Simpson, T., Soltau, D., & Edvardsson, D. (2019). Assessing and providing
person-centred care for older people with cognitive impairment in acute settings:
Threats, variability, and challenges. Collegian, 26(1), 75-79.
https://doi.org/10.1016/j.colegn.2018.03.009

Griffiths, A. W., Surr, C. A., Creese, B., Garrod, L., & Chenoweth, L. (2018). The
development and use of the assessment of dementia awareness and person-
centered care training tool in long-term care. Dementia, 18(7-8), 3059-3070.

https://doi.org/10.1177/1471301218768165

Government of Canada. (2006). Legislation and guidelines.

https://www.canada.ca/en/health-canada/corporate/about-health-

canada/legislation-quidelines.html

Hall, S., Goddard, C., Stewart, F., & Higginson, I. J. (2011). Implementing a quality
improvement programme in palliative care in care homes: A qualitative study.

BMC Geriatrics, 11(31), 1-11.


https://doi.org/10.1016/j.jpainsymman.2020.04.151
https://doi.org/10.1177/1471301218768165
https://www.canada.ca/en/health-canada/corporate/about-health-canada/legislation-guidelines.html
https://www.canada.ca/en/health-canada/corporate/about-health-canada/legislation-guidelines.html

110
PALLIATIVE APPROACHES IN LONG-TERM CARE

Health Canada. (2019). Action plan on palliative care: Building on the framework on

palliative care in Canada. https://www.canada.ca/content/dam/hc-

sc/documents/services/health-care-system/reports-publications/palliative-

care/action-plan-palliative-care/action-plan-palliative-care-eng.pdf

Health Canada. (2018). Framework on palliative care in Canada.

https://www.canada.ca/content/dam/hc-sc/documents/services/health-care-

system/reports-publications/palliative-care/framework-palliative-care-

canada/framework-palliative-care-canada.pdf

Health Quality Ontario. (2018). Measuring up 2018: A yearly report on how Ontario’s
health system is performing.

http://www.hqgontario.ca/Portals/0/Documents/pr/measuring-up-2018-en.pdf

Health Quality Ontario. (2016). Palliative care at the end of life.

https://www.hgontario.ca/Portals/0/documents/system-performance/palliative-

care-report-en.pdf

Hedinger, D., Hammig, O., & Bopp, M. (2015). Social determinants of duration of last
nursing home stay at the end of life in Switzerland: A retrospective cohort study.
BMC Geriatrics, 15(114), 1-8. https://doi.org/ 10.1186/s12877-015-0111-3

Hill, C., Duggleby, W., Venturato, L., Durepos, P., Kulasegaram, P., Hunter, P.,
McCleary, L., Sussman, T., Thomspon, G., Surteees, D., Wickson-Griffiths, A., &
Kaasalainen, S. (2019). An analysis of documents guiding palliative care in five
Canadian provinces. Canadian Journal on Aging, 38(3), 281-295.

https://doi.org/10.1017/S0714980818000594



https://www.canada.ca/content/dam/hc-sc/documents/services/health-care-system/reports-publications/palliative-care/action-plan-palliative-care/action-plan-palliative-care-eng.pdf
https://www.canada.ca/content/dam/hc-sc/documents/services/health-care-system/reports-publications/palliative-care/action-plan-palliative-care/action-plan-palliative-care-eng.pdf
https://www.canada.ca/content/dam/hc-sc/documents/services/health-care-system/reports-publications/palliative-care/action-plan-palliative-care/action-plan-palliative-care-eng.pdf
https://www.canada.ca/content/dam/hc-sc/documents/services/health-care-system/reports-publications/palliative-care/framework-palliative-care-canada/framework-palliative-care-canada.pdf
https://www.canada.ca/content/dam/hc-sc/documents/services/health-care-system/reports-publications/palliative-care/framework-palliative-care-canada/framework-palliative-care-canada.pdf
https://www.canada.ca/content/dam/hc-sc/documents/services/health-care-system/reports-publications/palliative-care/framework-palliative-care-canada/framework-palliative-care-canada.pdf
http://www.hqontario.ca/Portals/0/Documents/pr/measuring-up-2018-en.pdf
https://www.hqontario.ca/Portals/0/documents/system-performance/palliative-care-report-en.pdf
https://www.hqontario.ca/Portals/0/documents/system-performance/palliative-care-report-en.pdf
https://dx.doi.org/10.1186%2Fs12877-015-0111-3
https://doi.org/10.1017/S0714980818000594

111
PALLIATIVE APPROACHES IN LONG-


https://www.ipanel.ca/research/ongoing-research-projects/386-ipac-rc
https://www.kff.org/wp-content/uploads/2015/08/8773-long-term-care-in-the-united-states-a-timeline1.pdf
https://www.kff.org/wp-content/uploads/2015/08/8773-long-term-care-in-the-united-states-a-timeline1.pdf

112
PALLIATIVE APPROACHES IN LONG-TERM CARE

Keefe, J., Hande, MJ., Aubrecht, K., Daly, T., Cloutier, D., Taylor, D., Hoben, M.,
Stajdubar, K., Cook, H., Bourgeault, I. L., MacDonald, L., & Estabrooks, C. A.
(2020). Team-based integrated knowledge translation for enhancing quality of life
in long-term care settings: a Multimethod, multi-sectoral research design.
International Journal of Health Policy and Management, 9(4).

https://doi.org/10.15171/ijhpm.2019.123

Kelly, A., Conell-Price, J., Covinsky, K., Cenzer, I. S., Chang, A., Boscardin W. J., &
Smith, A. K. (2010). Length of stay for older adults residing in nursing homes at
the end of life. The American Geriatrics Society, 58(9), 1701-1706.
https://doi.org/10.1111/j.1532-5415.2010.03005.x

Kitwood, T. (1997). Dementia reconsidered: The person comes first. Open University
Press.

Kogan, A. C., Wilber, K., & Mosqueda, L. (2016). Person-centred care for older adults
with chronic conditions and functional impairment: A systematic literature
review. Journal of the American Geriatrics Society, 64(1), el-e7.

https://doi.org/10.1111/jgs.13873

Koppel, M. T., Onwuteaka-Philipsen, B. D., Van den Block, L., Deliens, L., Gambassi,
G., Heymans, M. W., Kylanen, M., Oosterveld-Vlug, M. G., Pasman, H. R.,
Payne, S., Smets, T., Szczebinska, K., Twisk, J. WR., & van der Steen, J. T.
(2019). Palliative care provision in long-term care facilities differs across Europe :
Results of a cross-sectional study in six European countries (PACE). Palliative
Medicine, 33(9), 1176-1188.

https://doi.org/10.1177/0269216319861229



https://doi.org/10.15171/ijhpm.2019.123
https://doi.org/10.1111/j.1532-5415.2010.03005.x
https://doi.org/10.1111/jgs.13873
https://doi.org/10.1177%2F0269216319861229

113
PALLIATIVE APPROACHES IN LONG-TERM CARE

Kristjanson, L. J., Toye, C., & Dawson, S. (2003). New dimensions in palliative care: A
palliative approach to neurodegenerative diseases and final illness in older people.

Palliative Care, 179(S6), S41-S43. https://doi.org/10.5694/].1326-

5377.2003.tb05578.x

Kubat, B. (2016). Palliative care: Just one facet of person-centered care. Caring for the

Ages, 17(3), 22. https://doi.org/10.1016/j.carage.2016.02.020

Lutz, S. (2011). The history of hospice and palliative care. Current Problems in Cancer,
35(6), 304-309. https://doi.org/10.1016/j.currproblcancer.2011.10.004
Manitoba. (n.d.). Advancing continuing care: A blueprint to support system change.

https://www.gov.mb.ca/health/documents/blueprint.pdf

Martin, R. S., Hayes, B., Gregorevic, K., Lim, W. K. (2016). The effects of advance care
planning interventions on nursing home residents: A systematic review. Journal
of the American Medical Directors Association, 17(4), 284-293.

https://doi.org/10.1016/j.jamda.2015.12.017

McArthur, C., Saari, M., Heckman, G. A., Wellens, N., Weir, J., Hebert, P., Turcotte, L.,
Jbilou, J., & Hirdes, J. P. (2021). Evaluating the effect of COVID-19 pandemic
lockdown on long-term care residents’ mental health: A data-driven approach in
New Brunswick. Journal of the American Medical Directors Association, 22(1),

187-192. https://doi.org/10.1016/j.jamda.2020.10.028



https://doi.org/10.5694/j.1326-5377.2003.tb05578.x
https://doi.org/10.5694/j.1326-5377.2003.tb05578.x
https://doi.org/10.1016/j.carage.2016.02.020
https://www.gov.mb.ca/health/documents/blueprint.pdf
https://doi.org/10.1016/j.jamda.2015.12.017
https://doi.org/10.1016/j.jamda.2020.10.028

114
PALLIATIVE APPROACHES IN LONG-TERM CARE


https://doi.org/10.1089/jpm.2017.0655
https://doi.org/10.1186/s12888-018-1882-9
https://doi.org/10.1093/geront/48.4.485
https://dx.doi.org/10.1136%2Fbmj.330.7498.1007
https://www.nia.nih.gov/health/what-are-palliative-care-and-hospice-care#hospice

115
PALLIATIVE APPROACHES IN LONG-TERM CARE

Nilsen, P., Wallerstedt, B., Behm, L., & Ahlstrom, G. (2018). Towards evidence-based
palliative care in nursing homes in Sweden: A qualitative study informed by the
organizational readiness to change theory. Implementation Science, 13(1), 1-12.
https://doi.org/10.1186/s13012-017-0699-0

Northcott, H. C., & Wilson, D. M. (2017). Dying and death in Canada (3™ Edition).
University of Toronto Press.

Nova Scotia Department of Health and Wellness. (2021). Continuing Care.
https://novascotia.ca/dhw/ccs/polypharmacy.asp

Nova Scotia Department of Health and Wellness. (2019). Continuing care policies and

standards. https://novascotia.ca/dhw/ccs/policies-standards.asp

Nova Scotia Department of Health and Wellness. (2015a). Continuing care a path to
2017: Review, refocus, renewal.

https://www.caregiversns.org/images/uploads/all/health-continuing-care-a-path-

t0-2017.pdf

Nova Scotia Department of Health and Wellness. (2014). Integrated palliative care:
Planning for palliative care in Nova Scotia.

https://novascotia.ca/dhw/palliativecare/documents/Integrated-Palliative-Care-

Strategy.pdf

Nova Scotia Health Authority. (2017). The Nova Scotia palliative care
competency framework: A reference guide for health professionals and volunteers

2017. https://spiritualcare.ca/download/nova-scotia-palliative-care-competency-

framework-2017/?wpdmdl=9810&refresh=5dcecd4b6b09b1573834059



https://doi.org/10.1186/s13012-017-0699-0
https://novascotia.ca/dhw/ccs/policies-standards.asp
https://www.caregiversns.org/images/uploads/all/health-continuing-care-a-path-to-2017.pdf
https://www.caregiversns.org/images/uploads/all/health-continuing-care-a-path-to-2017.pdf
https://novascotia.ca/dhw/palliativecare/documents/Integrated-Palliative-Care-Strategy.pdf
https://novascotia.ca/dhw/palliativecare/documents/Integrated-Palliative-Care-Strategy.pdf
https://spiritualcare.ca/download/nova-scotia-palliative-care-competency-framework-2017/?wpdmdl=9810&refresh=5dcecd4b6b09b1573834059
https://spiritualcare.ca/download/nova-scotia-palliative-care-competency-framework-2017/?wpdmdl=9810&refresh=5dcecd4b6b09b1573834059

116
PALLIATIVE APPROACHES IN LONG-TERM CARE

O’Brien, M. B., Johnston, G. M., Gao, J., & Dewar, R. (2007). End-of-life care for
nursing home residents dying from cancer in Nova Scotia, Canada 2000-
2003. Supportive Care in Cancer, 15, 1015-1021. https://doi.org/10.1007/s00520-
007-0218-y

Office of the Seniors Advocate British Columbia. (2018). Residential care facilities quick
facts directory.

https://www.seniorsadvocatebc.ca/app/uploads/sites/4/2018/01/QuickFacts2018-

Summary.pdf

Ohlen, J., Reimer-Kirkham, S., Astle, B., Hakanson, C., Lee, J., Eriksson, M., &
Sawatzky, R. (2017). Person-centred care dialectics — Inquired in the context of
palliative care. Nursing Philosophy, 18(4), 1-8. https://doi.org/10.1111/nup.12177

Ontario Long Term Care Association. (2016). This is long-term care 2016.

https://www.oltca.com/oltca/documents/reports/tiltc2016.pdf

Ontario Ministry of Health and Long-Term Care. (2018). What is palliative care?

http://www.health.gov.on.ca/en/public/programs/palliative/palliative gquestionsan

danswers.aspx

Ouelette, A. (2014). Context matter: Disability, the end of life, and why the conversation
is still so difficult. New York Law School Law Review, 58, 371-389.

Pal, L. A. (2014). Beyond policy analysis: Public issue management in turbulent times.
Nelson Education Ltd.

Pallium Canada. (2020). LEAP core. https://www.pallium.ca/course/leap-core/



https://www.seniorsadvocatebc.ca/app/uploads/sites/4/2018/01/QuickFacts2018-Summary.pdf
https://www.seniorsadvocatebc.ca/app/uploads/sites/4/2018/01/QuickFacts2018-Summary.pdf
https://www.oltca.com/oltca/documents/reports/tiltc2016.pdf
http://www.health.gov.on.ca/en/public/programs/palliative/palliative_questionsandanswers.aspx
http://www.health.gov.on.ca/en/public/programs/palliative/palliative_questionsandanswers.aspx
https://www.pallium.ca/course/leap-core/

117
PALLIATIVE APPROACHES IN LONG-TERM CARE

Pivodic, L., Pardon, K., Morin, L., Addington-Hall, J., Miccinesi, G., Cardenas-Turanzas,
M., Onwuteaka-Philipsen., Naylor, W., Ramos, M. R., Van den Block, L.,
Wilson, D. M., Loucka, M., Csikos, A., Rhee, Y. J., Teno, J., Deliens, L.,
Houttekier, D., & Cohen, J. (2016). Place of death in the population dying from
diseases indicative of palliative care need: A cross-national population-level study
in 14 countries. Journal of Epidemiology and Community Health, 70, 17-24.

http://dx.doi.org/10.1136/jech-2015-206362

Quality Palliative Care in Long Term Care. (2017). Quality palliative care in long term
care: Tools & resources for organizational change.

http://www.palliativealliance.ca/

Reimer-Kirkham, S., Sawatzky, R., Roberts, D., Cochrane, M., & Stajduhar, K. (2016).
‘Close to’ a palliative approach: Nurses’ and care aides’ descriptions of caring for
people with advancing chronic life-limiting conditions. Journal of Clinical
Nursing, 25(15-16), 2189-2199. https://doi.org/10.1111/jocn.13256

Richmond, C. (2005). Dame Cicely Saunders. British Medical Journal, 331, 238.

https://doi.org/10.1136/bmj.331.7510.238

Rihoux, B., Rezsohazy, I., & Bol, I. (2011). Qualitative comparative analysis (QCA) in
public policy analysis: An extensive review. German Policy Studies, 7(3), 9-82.

Sahyoun, N., Pratt, L. A., Lentzner, H., Dey, A., & Robinson, K. N. (2001). The
changing profile of nursing home residents: 1985-1997. Aging Trends, 4, 1-8.

https://doi.org/10.1037/e620662007-001


http://dx.doi.org/10.1136/jech-2015-206362
http://www.palliativealliance.ca/
https://doi.org/10.1136/bmj.331.7510.238
https://doi.org/10.1037/e620662007-001

118
PALLIATIVE APPROACHES IN LONG-TERM CARE

Sawatzky, R., Porterfield, P., Lee, J., Dixon, D., Loundsbury, K., Pesut, B., Roberts, D.,
Tayler, C., Voth, J., & Stajduhar, K. (2016). Conceptual foundations of palliative
approach: A knowledge synthesis. BMC Palliative Care, 15(5), 1-14.
https://doi.org/ 0.1186/s12904-016-0076-9

Schon, P., Lagergren, M., Karehold, I. (2016). Rapid decrease in length of stay in
institutional care for older people in Sweden between 2006 and 2012: Results
from a population-based study. Health and Social Care in the Community, 24(5),
631-638. https://doi.org/10.1111/hsc.12237

Sergej, K., Stiglic, G., Lorber, M., Mikkonen, 1., McCormack, B., Pajnkihar, M., &
Fekonja, Z. (2019). Nurses’ perceptions of early person-centred palliative care: A
cross-sectional descriptive study. Scandinavian Journal of Caring Sciences,
34(1), 1-10. https://doi.org/10.1111/scs.12717

Service Nova Scotia. (2017). Annual Report: Vital Statistics.

https://beta.novascotia.ca/sites/default/files/documents/1-1668/vital-statistics-

annual-report-2017-en.pdf

Shadd, J. D., Burge, F., Stajduhar, K. I., Cohen, R., Kelley, ML., & Pesut, B. (2013).
Defining and measuring a palliative approach in primary care. Canadian Family
Physician, 59(11), 1149-1150.

Social Innovation Generation. (2019). Whole person care: The legacy of Balfour Mount.

http://www.sigeneration.ca/whole-person-care-the-legacy-of-balfour-mount/

Statistics Canada. (2019). Deaths, by place of death (hospital or non-hospital).

https://www150.statcan.gc.ca/tl/tbll/en/tv.action?pid=1310071501



https://doi.org/10.1186/s12904-016-0076-9
https://doi.org/10.1111/hsc.12237
https://doi.org/10.1111/scs.12717
https://beta.novascotia.ca/sites/default/files/documents/1-1668/vital-statistics-annual-
https://beta.novascotia.ca/sites/default/files/documents/1-1668/vital-statistics-annual-
http://www.sigeneration.ca/whole-person-care-the-legacy-of-balfour-mount/
https://www150.statcan.gc.ca/t1/tbl1/en/tv.action?pid=1310071501

119
PALLIATIVE APPROACHES IN LONG-TERM CARE

Statistics Canada. (2016). Research highlights on health and aging (11-631-X).

https://www150.statcan.gc.ca/n1/pub/11-631-x/11-631-x2016001-eng.htm

Steventon, A., & Roberts, A. (2012). Estimating length of stay in publicly funded
residential and nursing care homes: A retrospective analysis using linked
administrative data sets. BMC Health Services Research, 12, 1-8.
https://doi.org/10.1186/1472-6963-12-377

Stienstra, D., & Chochinov, H. M. (2006). Vulnerability, disability and palliative end-of-
life care. Journal of Palliative Care, 22(3), 166-174.

https://doi.org/10.1177/082585970602200307

Sussman, T., Kaasalainen, S., Mintzberg, S., Sinclair, S., Young, L., Ploeg, J., Bourgeois-
Guerin, V., Thompson, G., Venturato, L., Earl, M., Strachan, P., You, J., Bonifas,
R., & McKee, M. (2017). Broadening end-of-life comfort to improve palliative
care practices in long-term care. Canadian Journal on Aging, 36(3), 306-317.

https://doi.org/10.1017/S0714980817000253

Sutherland, N., Wiersma, E., & Vangel, P. (2019). Barriers to staff involvement in end-
of-life decision-making for long-term care residents with dementia. Canadian
Journal on Aging, 38(3), 255-267. https://doi.org/10.1017/S0714980818000636

Szklarski, C. (2020, June 25). Canada’s proportion of COVID-19 deaths in long-term
care double the average of other countries, study shows. CBC.

https://www.cbc.ca/news/health/coronavirus-canada-long-term-care-deaths-study-

1.5626751


https://www150.statcan.gc.ca/n1/pub/11-631-x/11-631-x2016001-eng.htm
https://dx.doi.org/10.1186%2F1472-6963-12-377
https://doi.org/10.1177/082585970602200307
https://doi.org/10.1017/S0714980817000253
https://www.cbc.ca/news/health/coronavirus-canada-long-term-care-deaths-study-1.5626751
https://www.cbc.ca/news/health/coronavirus-canada-long-term-care-deaths-study-1.5626751

120
PALLIATIVE APPROACHES IN LONG-TERM CARE

The American Geriatrics Society Expert Panel on Person-Centered Care. (2016). Person-
centred care: A definition and essential elements. Journal of the American
Geriatrics Society, 64(1), 15-18. https://doi.org/10.1111/jgs.13866

University of British Columbia. (n.d.). Evidence and perspectives on funding healthcare

in Canada. http://healthcarefunding.ca/long-term-care/

White, E. M., Wetle, T. F., Reddy, A., & Baier, R. R. (2021). Front-line nursing home
staff experiences during the COVID-19 pandemic. Journal of the American
Medical Directors Association, 22(1), 199-203.

https://doi.org/10.1016/j.jamda.2020.11.022

Wiersma, E., Marcella, J., McAnulty, J., & Kelley, M. L. (2019). ‘That just breaks my
heart’: Moral concerns of direct care workers providing palliative care in LTC
homes. Canadian Journal on Aging, 38(3), 268-

280. https://doi.org/10.1017/S0714980818000624

Wilson, D. M., Shen, Y., Low, G. (2018). Use of hospitals by older versus younger

Canadians: Myths and misconceptions. Canadian Journal on Aging, 37(3), 309-

317. https://doi.org/10.1017/S0714980818000235

World Health Organization. (2019). WHO definition of palliative care.

https://www.who.int/cancer/palliative/definition/en/

Zhang, Y., Puterman, M. L., & Atkins, D. (2012). Residential long-term care capacity

planning: The shortcomings of ratio-based forecasts. Healthcare Policy, 7(4), 68-81.


http://healthcarefunding.ca/long-term-care/
https://doi.org/10.1016/j.jamda.2020.11.022
https://doi.org/10.1017/S0714980818000235
https://www.who.int/cancer/palliative/definition/en/

121

PALLIATIVE APPROACHES IN LONG-TERM CARE

Appendix A

Detailed Description of Framework for Policy Analysis based on
1- Accreditation Canada and 2- Canadian Hospice Palliative Care

Association
Domain Description Adapted
from
Care delivery Volunteers are included as part of the 1(p. 1,46,
collaborative team and there is a designated 10, 20-22)
person to oversee and lead end-of-life 2 (p.15, 16)

volunteer services?

Access (or re-access) to services is supported
and provided in a timely manner?!

When the team is unable to meet the needs
of a potential client, access to other services
is facilitated?

Clients and families are partners in service
delivery and encouraged to engage in care!

All clients are provided opportunities to
engage in research activities that may be
appropriate to their care (clinical trials, new
protocols, assessments)*

Client and families end-of-life wishes are
known and there is a process to help them be
achieved where possible (dying outside, visit
special location)?

Appropriate follow-up services for the client
are coordinated in collaboration with the
client, family, other teams and organizations
to ensure seamless and continuous care?

Care is provided by a circle of
care/collaborative team specific to the
individual®

Each care team has access to leadership and
necessary resources?

Care is delivered in a safe and timely
manner and strives for continuity?
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Care planning

Partnerships are created among palliative
care organizations and other health care
professionals?

Continued education and support for the
individual, family, and care team?

The care team — composition, training,
education, support, and leadership?

Information about the client is gathered as
part of the intake/admission (used to
determine if the organizations services fit the
client’s needs) and then used to create
comprehensive care plans in collaboration
with the client and family!

Advanced directives including those that
address the use of potentially life-sustaining
treatment are recorded in the clients file in
partnership with the client and family
(Advance directives may guide certain or all
decisions and the family and client are
informed verbally and in writing of their right
to establish advanced directives and how to do
so)!

Advanced directives are regularly discussed
with the client and family and any changes
are documented?

Goals and expected results of the client’s
care and services are identified in
partnership with client and family and the
care plan is adjusted as needed (physical and
psychosocial needs, choices and preferences
are identified to develop service goals)?!

Client preferences and options for services
are discussed as part of the assessment in
partnership with the client and family
(expressed needs and preference for care,
share-decision making)*

1(p. 4,9,
12-14, 16,
17, 21)

2 (p. 14)
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End-of-life
care/management

explanation of roles and tasks, opportunity for
questions, input, feedback, respectful of
privacy and cultural differences)?

Complete and accurate information is
shared with the client and family in a timely
way (made aware of risks and benefits and
possible outcomes, how to prepare, how to
reach team members, complete information to
make informed/share decisions)*

Team verifies the client and family
understand information provided regarding
their care?

Capacity to provide informed consent is
determined — decision-making (carried out on
an ongoing basis — ability to understand
information, appreciate foreseeable
consequences, and make decisions regarding
care)?

When clients are unable to give informed
consent, consent is obtained from substitute
decision maker?

Clients involved to the greatest extent
possible in making decisions about the
services, team, and values!

Informed consent is obtained and document
before providing services!

Results and assessments are shared with the
client and other team members in a timely
and easy-to-understand way*

Risks and benefits of resuscitation are
explained as well as the need for life support
following resuscitation*

The client’s symptoms are regularly assessed
in partnership with the client and family
(standardized process with valid assessment
tools are used, common symptoms area
assessed to the greatest extent possible)?

124

1(p. 7,11,
18, 23)
2 (p.5)
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Loss, grief, and
bereavement

Client’s symptoms are managed and the
management strategies are recorded in the
client care plan in partnership with the
client and family (informed on how to manage
symptoms, routinely monitor effectiveness of
symptom management, evidence-based
management, appropriate in last hours of life)*

Resuscitation and potentially life sustaining
treatments are appropriately conducted
(decisions are shared with all team members)*

A process is followed to pronounce, review,
and manage death (how to identify death,
treating the body with dignity, and handling
personal belongings with care)!

Life closure (completing business, saying
goodbye, etc.)?

Anticipation and management of changes in
final days/hours of life?

Funerals, memorial services, celebration of
life2

Team members, informal caregivers, and
volunteers are assisted to cope with the
dying or grieving experience (Organizational
support to develop coping responses, deal with
death, and personal impact, bereavement
activities such as memorial services, proactive
support and opportunities to access
psychological expertise and grief counselling)!

The client and family’s emotional, social,
spiritual, cultural and bereavement needs
are assessed (ability to cope, beliefs regarding
dying, grieving and bereavement)?

Support for the family, team members, and
other clients is provided throughout and
following the death of a client (relevant
information is shared about the dying process,
coping strategies, support and comfort, grief

125

1 (p. 2, 15,
18, 23)

2(p.5)
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Physical health

and bereavement service, community support
systems)?

Family and informal caregivers are
supported immediately prior to and after
the death of the client!

Loss/grief/bereavement planning/mourning?

Each client’s physical [and psychosocial] 1(p.7,12,
health is assessed and documented using a 14, 15, 17,
holistic approach, in partnership with the 21)

client and family (medical history, allergies, 2 (p.5)
medication, health and nutrition status,

cognitive status)*

Prevention of falls or pressure ulcers!

The client’s pain is comprehensively
assessed in partnership with the client and
family (pain assessments conducted in initial
assessment and routinely after)?

The client’s health status is reassessed in
partnership with the client, and updates are
documented in the client record,
particularly when there is change in health
status?!

Client’s physical [and psychological]
readiness for transition, including their
capacity to self-manage their health is
assessed (self-manage is determined by support
network, community care options, cognitive
and physical ability, etc.)?

Pain, level of consciousness and cognition?
Function, safety and aids (motor function
such as mobility and swallowing, hearing,

sight, smell, touch, breathing, sexual function)?

Fluids, nutrition and wounds?
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Practical activities

Psychological

Social

Capacity for the client to be involved in their 1 (p. 6, 19,
own care is determined in partnership with ~ 21)
the client and family?* 2 (p.5)

Clients and families are helped to be as
independent as possible!

Clients are empowered to self-manage
conditions by receiving education, tools, and
resources (action planning, problem solving
strategies, reinterpreting symptoms, self-
management, risk factor management, fatigue
and sleep management, sue of medications,
tools and resources made available)*

Activities of daily living including personal
care, dependents, phone access,
transportation?

Each client’s [physical and] psychosocial 1(p. 12,17,
health is assessed and documented using a 21)
holistic approach, in partnership with the 2 (p.5)
client and family (functional and emotional

status family and caregiver involvement, self-

care abilities, mental health status including

personality and behavioural characteristics)*

Clients and families have access to
psychosocial and/or supportive care services
(emotional support and counselling to address
coping, diagnosis, and ethical issues)*

Client’s [physical and] psychological
readiness for transition, including their
capacity to self-manage their health is
assessed (self-manage is determined by support
network, community care options, cognitive
and physical ability, etc.)?

Control, dignity, privacy, independence?

Client’s wishes regarding family 1(p. 6,11,
involvement in their care is respected* 12, 19, 20)
2 (p. 5)

Each client’s physical and psychosocial
health is assessed and documented using a
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Spiritual and
Cultural

holistic approach, in partnership with the
client and family (includes cultural and
spiritual beliefs and needs)?

Clients are assisted to stay connected with
people, groups, and organizations that are
important to them (contact with family and
friends, involved in activities, process to how
they can stay involved, facilitating visits, other
methods of communication)?

Client’s and families are helped to enjoy
food and the eating experience (cultural food
preference, variety of food, helping a dying
person eat, encouraging clients to eat with
others)!

Relationship with family, friends and the
community?

Safe, comforting environment?
Privacy and intimacy?
Routines, recreation, vocation?

Financial resources/expenses?

Right to pursue spiritual beliefs? 1(p. 11, 12,
15, 17, 19,
Each client’s physical and psychosocial 20)

health is assessed and documented using a 2 (p. 5)
holistic approach, in partnership with the

client and family (cultural and spiritual beliefs

and needs)?

Spiritual and cultural preferences/beliefs
around dying*

Access to spiritual space and care is
provided to meet clients’ needs (access to
spiritual leader appropriate to client’s beliefs)*

Provided opportunities to access spiritual
and cultural activities (accommodates the
client and
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Note:
1 = Accreditation Canada (2019)
2 = Canadian Hospice Palliative Care Association (CHPCA) (2013)
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Appendix B

Final List of Policies Included in Analysis
British Columbia

1. Advanced Directives and Care Plans (2009)

2. Agreement in Writing to the Use of Restraints (2009)

3. Continuing Care Act (1996)

4. COVID-19 Infection Prevention and Control: Guidance for Long-Term Care and
Seniors’ Assisted Living Settings (2021)

5. COVID-19: Outbreak Management Protocol for Acute Care, Long-Term Care
and Seniors’ Assisted Living Settings (2021)

6. Health Care (Consent) and Care Facility (Admission) Act (1996)

7. Health Care Consent Regulation (2000)

8. Home and Community Care Policy Manual [Chapter 6 Long-Term Care
Services] (2019)

9. Immunization of Adult Persons in Residential Care (2007)

10. Incident Reporting of Aggressive or Unusual Behaviour in Adult Residential Care
Facilities (2011)

11. Model Standards for Continuing Care and Extended Care Services (1999)

12. Overview of Visitors in Long-Term Care and Seniors Assisted Living (2021)

13. Preventing Opioid Overdose Deaths (2017)

14. Representation Agreement Act (1996)

15. Residential Care Regulation (2009)

16. Residents Bill of Rights (2009)

Nova Scotia
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1. 2020-2021 Guide to Influenza-Like IlIness and Influenza Outbreak Control for
Long-Term Care Facilities (2020)

2. Challenging Behaviour Program Manual (2013)

3. COVID-19 Management in Long Term Care Facilities (2020)

4. Critical Incident Reporting Policy (2009)

5. Facility Placement Policy (2002)

6. HELP-Specialized Equipment Program Guidelines (2005)

7. Homes for Special Care Regulations (1989)

8. Long Term Care Facility Requirements: Requirements for Nursing Home Design
in Nova Scotia (2020)

9. Long Term Care Program Requirements: Nursing Homes & Residential Care
Facilities (2019)

10. Personal Directives Act (2008)

11. Protection of Persons in Care Act (2004)

12. Service Eligibility Policy (2004)

13. Wound Management Policy for Nursing Homes and Residential Care Facilities

(2019)
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