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A. What is the Law Commission of Ontario’s Project about?

The Law Commission of Ontario’s (LCO) project, Improving the Last Stages of Life, considers
how the law shapes the rights, choices, and quality of life for persons who are dying and those who
support them. The project seeks to address the experiences of everyone involved in the dying
process, including: individuals, caregivers and other family and friends, health care institutions
and professionals, government, other professionals, and community organizations. Our goal is
to hear from these groups to better identify and recommend law reforms that are concrete, pre-
cise, and responsive to the experience of persons in the last stages of life.

The purpose of LCO’s discussion paper is to encourage and facilitate public engagement on
various issues affecting rights and care in the last stages of life and to invite you to participate
in our project. In addition to this paper, the LCO will also be organizing consultation meetings,
forums, focus groups and individual interviews across the province throughout the spring and
summer of 2017.

For a schedule of public consultations and other information about the LCO’s Last Stages
of Life Project, please visit our website at http://www.lco-cdo.org/laststages

This discussion paper comes at a critical time. Canadian law, policies and values about death and
dying are changing, and there is growing demand for compassionate care that supports a wide
range of these values and expectations. Death is an immensely significant experience that each
person faces as an individual, family member, friend and participant in broader community net-
works. Many of us value death and the dying process as a uniquely meaningful stage in life and we
approach it with mixed sensibilities - from confusion and grief to a sense of celebration and release.

The “last stages of life” is the broad and inclusive term we use in this project to capture this expe-
rience of dying as a process or a continuum of events, whether as a result of terminal iliness, chronic
conditions or serious frailties that could progress until the end of life. Some such persons may have
little time left to live, while others may transition through the dying process for an extended period
of years. The LCO’s definition of “last stages of life” is unique. Our objective in selecting this term
is to distinguish the experience of persons who are dying - as a particular stage in life - from estab-
lished models of care that may be beneficial during the dying process, most notably palliative and
end-of-life care.
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Terms such as “last stages of life”, “care” “palliative care”,
“end-of-life and “accompaniment” are defined in the
Glossary at Appendix A

The importance of these issues cannot be underestimated. The
proportion of individuals entering the last stages of life in Ontario
is expected to increase appreciably in the coming years as the
“baby boom” generation continues to age. Ontarians are also living
longer as a result of medical innovations that prolong life; however,
we are living longer with chronic illness and complex care needs.?
Coping with the growing demand for services and supports
affects hundreds of thousands of Ontarians; their extended net-
works of family, friends and caregivers; and countless institutions.
Every Ontarian - no matter what their stage of life - has an interest
in the dying experience.

The LCO'’s project situates these concerns with the last stages of
life within Ontario’s legal framework and examines the possibilities
for reform. The need for a review of legal frameworks at this time
is clear. There are numerous laws and policies that require updating,
clarification and simplification, and that currently inhibit access
to just outcomes. The LCO’s project asks questions about how to
address these challenges, so that the law can facilitate - not hinder
- improvements across the health, social and legal sectors.

The LCO has interest and expertise in these issues as Ontario’s
leading law reform agency. We provide independent, balanced,
and authoritative advice on some of Ontario’s most complex and
far-reaching legal policy issues. Our process evaluates laws impar-
tially, transparently and broadly. The LCO’s work is informed by
legal analysis; multidisciplinary research; public consultations; social,
demographic and economic conditions; and the impact of tech-
nology.

Those in the last stages of
life. A significant number of
Ontarians, along with their
families, friends, and care
givers, face these issues
every year. Last year some
103,000 Ontarians died.®
Most people continue to die
in hospital: over 41% of
deaths took place at one of
155 public or private hospitals
in Ontario.* Caregivers are
also part of this experience.
Estimates are that some
35,000 persons a year acted
as end-of-life caregivers in a
private home or long-term
care facility.> Currently there
are 78,500 persons who
reside in one of Ontario’s 636
long-term care homes, while
another 26,000 are on wait
lists.8 Canadians are also
accessing medical assistance
in dying in greater numbers.
Estimates are of some 744
medically assisted deaths
across Canada since legisla-
tion came into effect in 2016,
of which 180 took place in
Ontario.”

As part of this process, the LCO is mindful of rapid and ongoing federal and provincial initiatives
actively shaping the legal, regulatory and policy frameworks governing the “last stages of life.”
This project has evolved alongside these developments. The key questions asked in this paper
have been refined to expand the scope of intersecting issues rather than duplicating governmen-
tal initiatives, particularly as they relate to two principal subjects: palliative care and medical
assistance in dying (MAID).8 This paper similarly draws on findings from several completed and
ongoing LCO projects, most notably reports regarding capacity and decision-making, older adults,
and persons with disabilities. Related ongoing government initiatives and LCO projects are
overviewed below, in sections C and D.
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For more information on the LCO’s Last States of Life Project Scope Statement, and for
regular updates on the project, please visit our website at http://www.lco-cdo.org/en/laststages

To access reports and other documents from the LCO’s past and ongoing projects, please
visit our website at http://www.lco-cdo.org/

B. What key questions do these consultations raise?

The paper synthesizes the LCO’s considerable research and background consultations to date,
and asks both general and specific questions about key issues. The issues and questions identified
in this paper are neither final nor exhaustive. Participants are welcome to make submissions on
any additional topics they believe are relevant to the project scope.

A comprehensive list of questions the LCO has posed in this discussion paper is listed in
Appendix G, “Questions for Discussion”.

* The Importance of Care in the Last Stages of Life (chapter 2): One consequence of
the LCO’s inclusive approach to defining care in the last stages of life is that we must
account for diversity in Ontario’s communities and regulatory frameworks. The project
seeks to address the experiences of everyone involved in the dying process, including:
individuals, caregivers and other family and friends, health care institutions and profes-
sionals, government, other professionals. It also means considering how the quality of
care in the last stages of life varies considerably across different commmunities of need,
which may be defined by age, disability, LGBTQ identity, Indigenous identity, income
level, place of residence and homelessness, mental health, faith, culture and others. The
LCO has made efforts to explore how diversity influences the issues under consideration
in the project. This inclusive approach also means keeping up-to-date with dynamic and
ongoing legislative developments affecting the last stages of life.

1.  Within the scope of LCO’s project, are there any additional affected individuals,
communities, and institutions that should be taken into account?

2. Are there any additional recent debates or legislative frameworks that LCO
should be aware of?

e The Law and Care in the Last Stages of Life (chapter 3): This chapter summarizes
existing laws which intersect with the last stages of life. The chapter demonstrates how
a wide array of fundamental legal rights and principles affect the delivery of health
care. There are also limits on the law, as well as different legal traditions in Canada in-
cluding Indigenous legal traditions and religious laws. These also impact on professional
standards, where there are competing views about the potential conflict between legal
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and medical conceptions about rights and care. This is an important question for this
project, and illustrates how law reform is relevant to what may be perceived as medical,
administrative or public policy issues in the last stages of life.

3. What legal rights and principles are important for shaping care and
establishing professional standards in the last stages of life?

* Ontario’s Laws, Policies and Programs (chapter 4): Laws, policies and programs
create a framework defining several core aspects of the last stages of life in Ontario:
the approach to and delivery of palliative care services; health-care decision making,
planning, and substitute consent; medical assistance in dying; and resolving health care
disputes. A considerable amount of discussion is taking place around key controversies
in these areas, including a “public health” approach to palliative care, access to palliative
care, and access to medical assistance in dying. In addition to these there are other laws
which also intersect with medical assistance in dying, raising issues related to capacity
assessments, transitions in care, employment concerns, caregiver benefits, insurance
coverage, and rights in long-term care and retirement homes.

4. Legislation governing health care, housing, employment, professions, and
other areas intersects with the last stages of life - what gaps exist that
would benefit from greater certainty or clarity?

5. Should a public health approach to palliative care be integrated into
Ontario’s regulatory framework, and how would it look on the ground?

6. The LCO has identified several areas where medical assistance in dying could
be clarified, including transitions in care, conscientious objection, and appeals
of capacity determinations. Are there other additional issues to consider?

* Access to Justice for Communities with Unmet Needs (chapter 5): Recent government
reviews of palliative care confirm that Ontarians suffer marked disparities in accessing
quality care in the last stages of life. LCO has particularly identified unmet needs respecting
different communities. These include caregivers and other families and friends; persons
living in long-term care and retirement homes; First Nations, Inuit and Métis people; persons
experiencing homelessness; persons with disabilities; and faith and culturally diverse
communities. There are various strategies, controversies, options, and choices in terms
of accommodating these diverse communities.
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What are your experiences as a member or supporter of a community of
need going through the last stages of life?

What law reforms do you believe are needed for communities with unmet
needs, and how would such reforms be most effectively implemented in
law?

Are there any communities with unmet needs who are not identified in this
paper that the LCO should consider?

» Specific Challenges to Accessing Care in the Last Stages of Life (chapter 6): This
chapter considers issues related to autonomy, self-determination, beneficence (and
maleficence) in care, and safeguards against abuse. These arise in several specific contexts,
including the legal framework for, and public understanding of, consent and advance
care planning; decision-making authority over life-sustaining practices, including with-
drawal and withholding of treatment, CPR, and nutrition; palliative sedation therapy;
managing planned deaths at home; the experience of supporting professionals; and
accommodation and supports for faith and cultural communities. Unclear legal regulation
of these issues leads to uncertainty and conflict, but must also contend with difficult
controversies related to who has decision making authority in critical situations.

10.

11.

12.

13.

14.

How can institutions, professionals and the public be better supported to
obtain meaningful and legally compliant health care consent?

How can practice tools achieve the goal of providing accurate, consistent and
meaningful information about consent and advance care planning?

There are connecting laws, principles and policies regarding decision making
for life-sustaining practices such as CPR, DN, and nutrition. What are the
strengths, weaknesses and gaps in Ontario’s current legal framework for
decision-making authority over life-sustaining practices?

Who should have authority to determine whether life-sustaining and lifesaving
treatment (e.g., CPR, DNR) is offered to, or withdrawn from, a patient - the
patient (or SDM) or a health care provider? Under what circumstances?

Should Ontario regulate the offering of food and water to persons nearing the
end of life, including the authority of SDMs to consent to withholding
necessities of life?
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15.

16.

17.

18.

19.

¢ Assistance with the Law: Navigation, Dispute Resolution and Public Legal Education
(chapter 7): The illness trajectory for each person is unique - it may be long or brief, stable
or fluctuating. Care may be provided to persons in their own homes through comunity-
based services; long-term care and retirement homes; hospital departments; and in
residential hospices. However, many Ontarians experience problematic transitions and
may face barriers to accessing services like medical assistance in dying. It can also be

Should Ontario regulate the clarity, consistency and safety of palliative sedation
therapy considering the ethical challenges, medical assistance in dying, and
the need for safeguards like informed consent?

Which options are preferred to better plan for and manage expected deaths
at home? Would it be beneficial to have a province-wide strategy or formal
regulation?

How can strategies for addressing the needs of health care providers assist
with mental and moral stress? How can health care practitioners be better
prepared to manage disputes?

Do legal professionals require specific education and guidance on matters
relating to the last stages of life, and what form might this best take?

What approaches are best suited to address barriers, accommodations and
supports to better integrate faith, cultural and spiritual practices into care
nearing the end of life?

unclear and confusing where to turn when disputes arise.

20.

21.

22.

23.
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What are your experiences as a patient or caregiver transitioning between care
settings in the last stages of life?

Are law reform measures needed to improve access, navigational supports,
and the coordination of care within the health care system?

What strategies, processes, or institutions are best suited to resolving
disputes in the last stages of life?

How can legal information or education about the law be made more relevant,
timely, and effective in the last stages of life?



C. The project scope incorporates ongoing developments

This project was initiated following a request from the Registered Nurses’ Association of Ontario
(RNAO) that the LCO study medical assistance in dying in Ontario. The LCO Board of Governors
approved the project in 2014, prior to the Supreme Court of Canada’s decision in Carter v. Canada
(Attorney General), which found certain Criminal Code provisions prohibiting physician-assisted
dying to be unconstitutional.’® Since the release of the Supreme Court’s decision, the federal and
provincial governments have taken measures to delineate the availability of medical assistance in
dying, the procedural requirements for its delivery, and the respective rights and responsibilities
of various parties.

Parliament amended the Criminal Code to define eligibility criteria and protect those involved
in the practice in specific circumstances." At the provincial level, the Ontario government introduced
measures to clarify how medical assistance in dying is to be delivered in practice as well as the
process for conscientiously objecting providers to make effective referrals, among other measures.
Regulatory health colleges have also published guidance for their members. (More information
on the legal framework for medical assistance in dying is found in chapter 4, “Ontario’s Laws,
Policies and Programs”.)

Furthermore, after the LCO’s project began, the Ontario Government made a number of public
commitments to support a comprehensive strategy on palliative care.”? One of these commitments
included the launch of a provincial network called the Ontario Palliative Care Network (OPCN).
The OPCN brings together a broad range of partners, to drive implementation of consistent quality
hospice palliative care across the province.” The LCO is aware that the OPCN will be addressing
systemic barriers relating to Ontario’s decentralized institutional framework which may go a long
way in bridging disparities in access.

In addition to these non legislative measures, on May 10, 2017, the government of Ontario passed
Bill 84, the Medical Assistance in Dying Statute Law Amendment Act, 20716.'* Bill 84 aligns with the
federal MAID legislation (Bill C 14, An Act to amend the Criminal Code and to make related amend-
ments to other Acts (medical assistance in dying)), to address areas relevant to MAID that fall under
provincial jurisdiction.

Throughout our planning for this project, the LCO has sought to be sensitive to government activ-
ities in these two areas, which materialized after our own project was approved. The LCO strives
to prevent overlap between our work and contemporaneous initiatives in all of our projects.
However, avoiding overlap is distinctly important in this instance because the federal and provincial
governments’ planning is evolving and in a state of development. The LCO will, however, address
issues and bridge gaps that complement these initiatives and inform their development from a
legal perspective.

For greater clarity, the following determinations have been made regarding LCO’s scope for this
project:

¢« The LCO will not address matters of clinical practice. During background consultations
we asked stakeholders about limitations on the LCO’s project. We were advised not to
address matters of clinical practice, and we agree. The LCO views the analysis of health
care providers’ scope of practice as falling outside our mandate as a law reform agency.
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The LCO’s definition of “last stages of life” is unique; it distinguishes the experience of per-
sons who are dying - as a particular stage in life - from established models of care that
may beneficial during the dying process, most notably palliative and end-of-life care.

Similarly, our definition of “care” is broad; it encompasses various services and supports
that could be provided during the last stages of life, including medical treatments (and
offering, withdrawing and withholding such treatment); accompaniments (e.g., psych-
logical, social and spiritual counselling); and daily living assistance (e.g., bathing, cooking and
dressing). The definition of “care” used in this document recognizes service and supports
for caregivers, family and friends, such as respite and bereavement counselling. It is also
closely connected to legal assistance and navigational supports that may indirectly affect
access to care. It does not include matters of clinical practice.

« LCO will not address challenges in education for medical and legal professionals. During
background consultations the LCO received many comments from members of the public
about several challenges that health care providers face in providing palliative care. The
foremost challenges that were identified were the lack of moral supports for psycholog-
ical distress, lack of clinical education (for primary and specialty care providers), and the
desirability of expanding aspects of registered nurses’ scope of practice to increase
accessibly to a range of services (e.g., medications, death certifications, treatments).

Of these issues, the LCO’s project will only address health care providers’ employment-
related psychological supports for a number of reasons. First, as above, the LCO will not
address matters of clinical practice. Second, the LCO does not wish to duplicate ongoing
efforts of the Ministry of Health and Long-Term Care and the OPCN to strengthen education
for health care providers.

Legal professionals also face a variety of challenges when it comes to advising clients who
are dying and those around them. Similar to our approach to health care providers, this
project does not consider challenges with education for legal professionals on decision-
making issues due to our work on that subject in the Legal Capacity, Decision-Making and
Guardianship project (see section D, below).

For our discussion about the challenges legal and medical professions face in providing palliative
care and services see chapter 6.F, “Understanding the experiences of supporting professionals”.

 The LCO will not duplicate federal and provincial work on medical assistance in dying.
The actions taken, initiatives proposed, and measures introduced by the federal and
provincial governments to date were further clarified in December 2016. Ontario’s intro-
duction of Bill 84 addressed several amendments to the Coroner’s Act, Vital Statistics
Act, Excellent Care for All Act, Municipal / Freedom of Information and Protection of Privacy
Act, and the Workplace Safety and Insurance Act. Additionally, the federal government
announced that the Council of Canadian Academies will conduct independent reviews of
medical assistance in dying requests “relating to requests by mature minors, to advance
requests, and to requests where mental illness is the sole underlying medical condition”.
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These efforts greatly clarify which issues the LCO should address in this project as compli-
mentary to or beyond the scope of these government initiatives, and without repeating
those initiatives.

For more information on medical assistance in dying and palliative care in Ontario, see chapter 2.B,
“Recent Policy Debates about Rights Nearing the End of Life” and chapter 4.E, “Medical assistance
in dying”.

e The LCO will rely on findings from past and ongoing projects. This discussion paper
draws on findings from several of the LCO’s past and ongoing projects, the most notable
of which are explained below in section D. Key issues reviewed in these earlier projects
include recommendations regarding laws in Ontario on informed consent, advance care
planning and substitute decision-making; professional education and rules of profes-
sional conduct; and formal dispute resolution mechanisms, particularly the Consent and
Capacity Board.

D. The LCO’s approach to law reform
1. Our mandate and values

The LCO is Ontario’s leading law reform agency. The core of our mandate is fostering “access to
justice,” which we aim to achieve by undertaking rigorous research and analysis, disseminating
reports and engaging in critical debate, among other activities. The LCO recognizes that “[a]
more comprehensive understanding of access to justice goes beyond the legal system to encom-
pass efforts to assess and respond to ways in which law impedes or promotes economic or social
justice”.’®

LCO reports include principled, practical, “problem-solving” recommendations informed by broad
consultations and tested through a transparent, comprehensive review process that engages a
broad range of individuals, experts, and institutions. The LCO gives a voice to marginalized com-
munities and others who should have an important role in law reform debates and discussions.

The LCO has developed a comprehensive project development, research and consultation
strategy to organize our work. This strategy ensures that the LCO’s projects are transparent
and participatory. LCO projects are delivered in several phases that are typically concentrated
around the release of three core documents: a discussion paper, interim report and final report.
Below we describe the research and consultations we have conducted to date in preparing this
discussion paper.
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2. Project development, research and consultations

a. Preliminary Research and Consultations

The discussion paper was drafted following considerable research and consultations beginning
in April 2015. Preliminary research involved an environmental scan of literature in disciplines
including law, medicine and the social sciences as well as a review of government and other
policy documents. Our preliminary consultations consisted of nearly 70 semi-structured interviews
with individuals and organizations, representing wide-ranging perspectives. We consulted an
additional 35 participants in a large stakeholder event (see below), raising our preliminary consul-
tations to over 100 individuals and organizations. The issues addressed in this paper are grounded
in our consultation results as well as our initial research.

Alist of individuals and organizations we have consulted is found at Appendix B

This discussion paper also draws on findings from several of the LCO’s past and ongoing projects.

Most notably, it relies on LCO reports regarding capacity and decision-making, older adults and
persons with disabilities:

Legal Capacity, Decision-Making and Guardianship: Since the end of 2012, the LCO has led
a law reform project that comprehensively reviews and assesses Ontario’s regulatory fram
work for legal capacity and decision-making. It examines three interlocking statutes: the Sub-
stitute Decisions Act, 1992 (SDA), the Health Care Consent Act, 1996 (HCCA) and certain
provisions in the Mental Health Act.'® In March 2016, we released an Interim Report with draft
recommendations.”

The final report was released in March 2017, and is available online at
http://www.lco-cdo.org/en/capacity-guardianship

A Framework for the Law as it Affects Older Adults: This project defines a set of principles
to guide the evaluation and development of laws, policies and programs in order to take into
account the experiences of older adults, and to promote positive outcomes for older adults
as full members of society.”®

The final report was released in April 2012, and is available online at
http://www.lco-cdo.org/en/content/older-adults

A Framework for the Law as it Affects Persons with Disabilities: This project defines a set
of principles to guide the evaluation and development of laws, policies and programs in order
to take into account the experiences of persons with disabilities, and to promote positive
outcomes for persons with disabilities as full members of society.”
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The final report was released in September 2012, and is available online at
http://www.lco-cdo.org/en/content/persons-disabilities

These projects are relevant to many of the individuals and communities affected by this current
project.

For example, the LCO’s “Framework” projects address the communities of older adults and per-
sons with disabilities, both of whom are uniquely affected by care in the last stages of life. The
Framework projects also recognize the importance of autonomy, dignity and security as well
as the need to balance tensions between these principles. Tensions between these principles
underpin current debates on rights to palliative care and medical assistance in dying - to mention
but a few issues this discussion paper examines. Additionally, the LCO’s Frameworks are consis-
tent with other principles-based frameworks and statements being produced by the courts,
government agencies, professional associations and research institutes on rights nearing the
end of life.?°

This project is also related to the LCO’s recently completed Legal Capacity, Decision-Making
and Guardianship project. The capacity and decision-making project has developed recommen-
dations regarding laws in Ontario on informed consent, advance care planning and substitute
decision-making, which are all relevant to the last stages of life.

Accordingly, this paper does not repeat our research and analysis in the LCO’s capacity and
decision-making project; instead, it relies on findings in that project, where appropriate.

To access reports and other documents from the LCO’s past and ongoing projects, please visit our
website at http://www.Ico-cdo.org/.

b. Advisory Group

In September 2015, the LCO formed an Advisory Group for the project. The purpose of the Advi-
sory Group is to provide the LCO with advice throughout the project. Advisory Group members
include representatives of the Ministry of the Attorney General (MAG), MOHLTC, academics,
bioethicists, physicians, nurses, personal support workers, psychologists, trusts and estates
lawyers, legal clinics, professional associations, residential and visiting hospices, and advocacy
organizations. A number of the Advisory Group members are respected specialists in palliative
and end-of-life care and in legal frameworks relevant to death and dying.

The Advisory Group gave the LCO helpful input into the structure and content of our documents,
beginning with the project scope released in January 2016. It then reviewed this discussion
paper and provided the LCO with significant feedback. We are incredibly grateful for the Advi-
sory Group members’ invaluable observations and commitment.

Alist of Advisory Group members is provided at Appendix C
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c. Commissioned Research Papers

The LCO benefited from seven research papers that we commissioned from multidisciplinary
teams especially for this project and from research papers previously completed for our Legal
Capacity, Decision-Making and Guardianship project. These papers are available publicly at
www.lco-cdo-org. The authors’ findings and suggestions have been taken into account in our
analysis to date, although the views expressed in them do not necessarily reflect the views of
the LCO. These commissioned papers are as follows.

1. Judith Wahl (Advocacy Centre for the Elderly), Mary Jane Dykeman (Dykeman Dewhirst O'Brien
LLP) & Tara Walton: Informed consent, advance care planning and substitute decision-making:
using practice tools to ensure meaningful decision-making in the last stages of life

2. Dr. Donna Wilson & Dr. Stephen Birch: Improved care setting transitions in the last year of life

3. Dr. Mary Chiu, Dr. Adrian Grek, Sonia Meerai, LJ Nelles, Dr. Joel Sadavoy & Dr. Virginia Wesson:
Understanding the lived experience of individuals, caregivers and families touched by frailty, chronic
illness and dementia in Ontario

4. Omar Ha-Redeye, Ruby Latif & Dr. Kashif Pirzada: Integrating religious and cultural supports
into quality care in the last stages of life in Ontario

5. Susan Brown, Dr. James Downar, Dr. Jennifer Gibson, Dr. Laura Hawryluck, Dr. Csilla Kaloscai,
Dr. Joy Richards, Robert Sibbald & Alexi Wood: Balancing the interests of patients, substitute
decision-makers, family and health care providers in decision-making over the withdrawal and
withholding of life-sustaining treatment

6. Dr. Arne Stinchcombe, Dr. Katherine Kortes-Miller & Dr. Kimberley Wilson: Perspectives on the final
stage of life from LGBT elders living in Ontario

7. Sandy Buchman, Rosario Cartagena, Rose Geist, Mark Handelman, Kaveh Katebian, Wendy
Lawrence, Trudo Lemmens, Harvey Schipper, Gilbert Sharpe & Alison Thompson: The impact of
suffering on decision-making and methods of assessing capacity in the last stages of life

Additional information about research papers commissioned for the LCO’s project are listed in
Appendix D. The papers are available online at http://www.lco-cdo.org/en/last-stages-of-life

d. Roundtable on Legal Ethics and Practice for the Last Stages of Life

The LCO co-hosted the Roundtable on Legal Ethics and Practice for the Last Stages of Life with
our valued partners listed in Appendix E. This consultation brought together about 35 legal experts
to discuss common challenges the profession faces and options for reform. Participants included
academics, government lawyers, and members of the judiciary, the Law Society of Upper Canada,
regulatory health colleges, and the trusts and estates bar. Information from the session was incor-
porated into this discussion paper.

Further information on the Roundtable on Legal Ethics and Practice for the Last Stages of Life can be
accessed through our project webpage at http:/www.lco-cdo.org/en/last-stages-of-life
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E. How to Participate

The LCO’s approach to law reform is driven by public consultation. We take a multidisciplinary
approach to research that involves the participation of individuals, communities and institutions
across the province. Learning about your experiences and opinions is critical to our analysis of
options for law reform.

The full Discussion Paper is the first step in facilitating this engagement. The paper is designed to
explain the project’s scope, outline the LCO’s methodology, identify key issues and provide
information on how the public can participate in the project. We’ve also summarized other issues
in a Consultation Issues Map and Issue Backgrounders, available on our website.

LCO’s formal consultation period runs from May - September 2017. The LCO invites your partici-
pation through:

* The project website at http:/www.lco-cdo.org/laststages
*  Written submissions at any time to lawcommission@lco-cdo.org

* Watch live and archived webcast consultation sessions

e Complete the consultation survey on your mobile, tablet, or computer

* Propose an in-person focus group for your community

e Contacting Project Research Lawyer Ryan Fritsch through the contact information below

Send your comments to:

Law Commission of Ontario Toronto (416) 650-8406

Project on Improving the Last Stages of Life Toll-Free (866) 950-8406

2032 Ignat Kaneff Building TTY (416) 650-8082

Osgoode Hall Law School, York University Fax (416) 650-8418

4700 Keele Street, Toronto, ON M3J 1P3 E-mail: lawcommission@lco-cdo.org

Written submissions will be accepted until September 29, 2017
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A. Demographic Changes and Evolving Values about Death and Dying in Ontario

The way we treat death and dying shifts over time in response to demographic changes (such
as life expectancy, ethnic and cultural diversity and aggregate population size) as well as to evolv-
ing values (about quality of life and ethics, for instance). In recent years, the provision of care in
the last stages of life has garnered considerable attention due to several intersecting social
developments that are drastically intensifying the demand for care. These include Ontario’s aging
population, advances in medical innovation that may prolong life and changing values about the
location, timing and general circumstances of our deaths.?

The number of individuals transitioning through the last stages of life in Ontario is expected
to increase in the coming years. This is due in part to increased life expectancy. The average
life expectancy of Canadians has improved since the early 20™ century by an astounding 24.6
years.?2 By 2011, Canadians lived an average of about 82 years with the most common age at
death being 85.23 Moreover, the proportion of elderly persons is increasing. Although individuals
born in the early part of the “baby boom” are still relatively young (they are only entering into their
70t year at present), the proportion of elderly Ontarians will grow over the next few decades
as this generation continues to age.?

Therefore, more Ontarians are living longer; however, we are living longer with chronic illness
and complex needs that require dedicated care.?> Exactly what that care looks like and how it
is delivered have also experienced a shift over the past century. Whereas the emergence of new
medical innovations in the mid-20%" century has been correlated with a preference for curative,
sometimes aggressive treatment, the LCO was informed that Ontarians are reembracing death
as a natural and social phenomenon, not only a medical one. For instance, there is an emerg-
ing preference among Ontarians to die at home.?® Moreover, a large majority of hospitalized
Canadian elderly have reported wishes for comfort measures nearing the end of life, rather than
traditional life-prolonging treatment.?”

Meanwhile, palliative care is an established model for comprehensive, person-centred care that
aims to relieve suffering and generate “meaningful improvements in quality of life and mood”,
and effectively prolong life as well.?® In fact, less aggressive care that focusses more on comfort
does not necessarily adversely affect duration of life. Rather, patients receiving early palliative care
have had improved survival compared to those receiving standard care alone.?® Stakeholders
told the LCO about evolving values and experiences that support such data, which speaks to the
commonality of preferences that prioritize quality of life over intrusive treatment nearing the end
of life.

Finally, Ontario’s increasing diversity could have a tremendous effect on death and dying in the
province. Higher levels of immigration since the end of the 1980s mean that older Canadians
are becoming more ethnically and culturally diverse: among the cohort of persons turning 65
in the 2030s, at least 1in 3 people could be born outside Canada.*° The recognition of various
equality-seeking groups under human rights regimes - including and beyond ethnocultural
communities - could also influence the delivery of care in future.
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Insofar as beliefs and practices surrounding the dying process can be quite different across faith,
cultural, age, gender and other equality-seeking groups, Ontario’s system will be called upon
to proffer an array of services that enable individuals and communities to exercise nuanced
choices. Respecting Ontario’s diversity is of the utmost importance to the LCO and is an integral

part of this project.
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B. Recent Debates about Rights Nearing the End of Life

Ontario is not alone among jurisdictions grappling with an increasing demand for care in the
last stages of life. The Canadian federal government and other provinces and territories are
moving to address similar challenges, as are foreign jurisdictions around the world. Therefore,
policy debates on related issues are taking place at all levels of governance from the interna-
tional to the local. In this section, we briefly introduce readers to prominent global debates
about rights nearing the end of life before turning to our in-depth review of Ontario’s ap-
proach to specific issues further in the paper.

The first area that merits discussion is medical assistance in dying (MAID) because it has recently
attracted an overwhelming amount of public debate. Individuals and organizations have asserted
the right to receive medical assistance in dying in various forums for decades and, in 2016,
Canada joined a handful of countries that allow the practice in certain circumstances. Medical
assistance in dying is premised on principles of human dignity and the rights of individuals to
determine their own manner of death when a medical condition causes them to suffer intolerably.®

However, the eligibility criteria and procedures for medical assistance in dying differ by juris-
diction. In some countries it is available to persons who suffer intolerably, but who are not dying
(such as persons with disability and mental illness);*? whereas in Canada and elsewhere, the
practice is characterized as an avenue of last resort for persons whose death is reasonably
foreseeable.®®* Furthermore, in contrast to some countries, in Canada adults must be capable of
requesting medical assistance in dying at the time of receipt.>* The Canadian government has
undertaken to study extended eligibility criteria, including for persons with disability and mental
illness who are not dying, and for those who wish to make a request in anticipation of future
incapacity.®®> (For more information see section 4.E., “medical assistance in dying”).

Medical assistance in dying raises a variety of concerns, such as reconciling the interests of ob-
jecting service providers and patients seeking access, assessing capacity to request assistance
and ensuring safeguards against abuse.

The heightened attention awarded to medical assistance in dying has also raised concerns
about the persisting need for improved health care that successfully alleviates suffering for many
individuals.3®¢ Stakeholders have expressed apprehensions about medical assistance in dying
detracting from efforts that are in progress to reinforce established forms of care, while others
claim it creates an opportunity for frank dialogue to be leveraged. For our part, the LCO agrees
with statements made in expert reports that medical assistance in dying must be “part of a
continuum of services and supports for Canadians at the end-of-life”.3” In our opinion, medical
assistance in dying should not, however, diminish the consideration of issues affecting persons
who are dying and their supporters, such as better palliative care.

Palliative care has achieved widespread acceptance as the primary model of care for persons
who are dying and their caregivers, family and friends.?*® Palliative care has philosophical and
clinical dimensions. As a philosophy of care, palliative care strives to help individuals, families
and caregivers address physical, psychological, social, spiritual and practical issues from the
point of diagnosis of a life limiting illness, through the dying process, and into bereavement. It
emphasizes quality of life, “reinforces the person’s autonomy and right to be actively involved
in his or her own care, and strives to give individuals and families a greater sense of control”.*°
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Palliative care includes helping to prepare for and manage choices, cope with loss and grief, treat
active issues, prevent new issues from occurring, and experience personal self-actualization.4°
In the health care system, persons who are eligible for palliative care may receive treatments and
accompaniments that reflect the philosophy of palliative care. Treatments and accompaniments
may be delivered in teams that include specialists, registered nurses and nurse practitioners,
social workers, family physicians, psychologists, personal support workers (PSWs) and hospice
volunteers.

It is important to understand that palliative care is separate from medical assistance in dying.
A request for medical assistance in dying does not, and should not, affect access to palliative
(or any other) care, and palliative care may be provided right up until the time of death.

Unfortunately, the LCO has learned that there are significant challenges with “knowledge trans-
lation”42 in the area of palliative care - which is to say that there are difficulties disseminating and
applying knowledge about providing palliative care in the health care system.

In addition, closely connected to palliative and other forms of social care are very sensitive debates
occurring on the right to decide whether a person will receive life-saving or life-sustaining
treatments, such as feeding tubes and artificial ventilation. Critical questions being asked in
these situations include who has legal authority to decide the withholding or withdrawal of treat-
ment when a patient has lost the capacity to decide - substitute decision-makers or physicians
- and on what criteria? Law reform agencies and regulatory colleges around the world have
reviewed associated laws in their jurisdictions and the LCO has been asked to do so in this project.**

It should be apparent from our discussion so far that capacity and decision-making laws are
inseparable from policy debates about rights nearing the end of life. Informed consent, advance
care planning and substitute decision-making are regulated under standalone legislation (in
Ontario, the SDA and HCCA); nevertheless, they are essential aspects of palliative care and the
withholding and withdrawal of treatment, among other practices.

Notably, the widespread use of ad hoc practice tools to record patients’ wishes, values and beliefs
for common end-of-life treatments has faced serious critique.** The LCO heard that, in Ontario, “Do-
Not-Resuscitate”, “levels of care” and other such forms are inconsistent across care settings, often
misstate the law and are disregarded by some health care providers. On the other hand, we were
asked to explore whether the design of new practice tools could promote meaningful decision-

making consistent with the law, such as template forms to obtain consent to treatment.

A final major subject of debate that each of the above areas must confront is equitable access to
care.”®> The quality of care in the last stages of life can vary based on factors such as place of res-
idence, ethnic and cultural background, income level, LGBTQ identity and medical diagnosis.*¢
In the previous section, we mentioned research showing that many individuals would prefer to die
at home and jurisdictions have prioritized improvements to home and community care in recent
years.*”” However, the majority of Canadians still die in hospital.*®

Given the immense significance of death and dying for everyone and Ontario’s increasing diver-
sity, promoting equality is a pressing objective for this project.
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C. Affected Individuals, Communities and Institutions

The issues raised in the LCO’s project affect all Ontarians because each of us dies and is affected
by the deaths of those around us. The LCO recognizes the advantages of a person-centred
approach to caring for individuals moving through the last stages of life and their supporters.
In addition, we accept that individuals belong to community networks that may share a sense
of identity, discourse and experience that the LCO must take into account.

In addition to individuals and communities, the LCO’s project concerns those who shape and
implement that law as professionals, government and delegated agencies. Our project strives
to understand the difficulties they encounter in providing services and supports to persons who
are directly affected.

In this section, we provide contextual background information on these interest groups.

1. Persons in the last stages of life

In the introduction to this paper, we explained the LCO’s inclusive approach to defining the
experience of persons who are approaching the end of their life as a result of terminal iliness,
chronic disease or serious frailty. These conditions have different trajectories that vary in terms
of their symptoms, predictability and response measures. They could deteriorate quickly or over
an extended period of years. Moreover, they may unevenly affect different populations.

From the LCO’s perspective, the law must be able to reflect common goals regarding the care
that persons who are dying receive, while remaining sufficiently flexible to capture their personal
experiences. As a result, any potential measures to change the law must be informed by the full
range of conditions that Ontarians experience and how those conditions interact with their liveli-
hoods, care settings and access to adequate care.

Persons with cancer receive the most publicly funded services for palliative care in Ontario.*®
Cancer is the leading cause of death in Canada.>® Almost half of Canadians will develop cancer
in their lifetime and about 1in 4 persons will die of cancer.> The large majority of persons who
develop cancer are over age 50 (89%). However, cancer can occur throughout the life course
and it has been the leading cause of disease-related death in children under age 15.52 Despite
progress in treating cancer, the Canadian Cancer Society predicts, “there will be an increasing
number of cancers related to the growing and aging population”.>® It goes without saying that
cancer imposes emotional, financial and other costs on individuals and their supporters, and it
also “has major economic ramifications on Canadian society at large”.>*

Although cancer is the leading single cause of death, at least the same proportion of Canadians
die from just a few other chronic conditions, and there has been considerable public acknowledge-
ment of the need to better serve these individuals.>® For instance, circulatory and respiratory diseases
(e.g., heart disease, stroke, and chronic obstructive pulmonary disease) together are the cause
of approximately 29.8% of deaths in Canada (see Figure 1).56

There are also illnesses that are admittedly less prevalent, but that also deeply affect a significant
number of Ontarians who are deserving of equal treatment under the law. By way of example,
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there are an estimated 27,000 Ontarians living with HIV and 1000 new diagnoses each year.>’
HIV disproportionately affects men who have sex with men, African and Caribbean Ontarians,
persons who use injection drugs, Indigenous peoples as well as women among or interacting
with those groups.®® Some of these individuals “struggle with low incomes, unemployment, de-
pression, substance use, cognitive impairments, and stigma”.>® Long-term planning remains a
concern. The onset on HIV-associated neurocognitive disorders (HAND) is younger than those
with Alzheimer’s disease. The prevalence of milder forms of HAND is high at 50-60%, and 2-3%
for more severe forms.®° Prevalence also does not necessarily equate to awareness; the disorder
comes as a surprise for many and can trigger concerns for financial planning, the availability of
HIV-designated services, or other ways of addressing vulnerabilities arising from intersecting
stigma related to dementia, HIV diagnosis, and LGBTQ status.

Multiple sclerosis, amyotrophic lateral sclerosis (ALS), kidney disease and Alzheimer’s disease
are further examples of progressive illnesses that could develop slowly and affect fewer peo-
ple, but do eventually result in death and do merit access to high quality, personalized care.
Alzheimer’s disease is the particular focus of many community organizations as its incidence is
rising with Ontario’s shifting demographics toward a higher proportion of older adults.’ Among
deaths due to chronic conditions in Canada, Alzheimer’s underwent the largest growth from
2000 to 2009 (25.4%).52

FIGURE 1: Proportion of deaths by cause, Canada 2011
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Reproduced from Canadian Cancer Society’s Advisory Committee on Cancer Statistics,
Canadian Cancer Statistics 2015 (Toronto: 2015)
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Alzheimer’s disease is the most common form of dementia. It poses special challenges along the
illness trajectory because it is a “progressive and largely irreversible syndrome that is characterized
by a loss of cognitive function severe enough to affect social or occupational functioning”.®®
Thoughtful and legitimate advance care planning has thus been identified in our project as an
important area of the law for this community of Ontarians.

About 90% of persons diagnosed with dementia transition from living in the community to
long-term care before their death.®* The relationship between dementia and long-term care
demonstrates the firm connection between medical condition and the location where individuals
find themselves placed within Ontario’s system. Moreover, the LCO learned that certain care
settings are more or less equipped to provide dedicated care for persons who are dying, leading
to disparities in access based on medical condition.

Yet individuals’ experiences with death and dying are influenced not only by their medical
condition, but also factors including their access to information, place of residence and informal
supports, which may determine whether they can or cannot access suitable treatments and
accompaniments. Therefore, as much as possible, in this paper we try to highlight connections
between social factors, access to care and the role of legal frameworks.

We hope to learn more about these connections in our consultations.

2. Caregivers and other family and friends

Whether the law hinders or nurtures caregivers greatly affects their ability to support persons
who are dying and, also, the caregivers’ own wellbeing.

At some point in life, most Ontarians act as a caregiver to a family member or friend. Up to 75%
of care in Canada is provided voluntarily by unpaid individuals and 97% of patients receiving
home care in Ontario get assistance from a caregiver.t® With Ontario’s aging population and a
“continuing shift away from institutional, hospital-based forms of care toward more home and
community-based care”,®’ caregivers occupy an integral role in the health system that is be-
coming still more vital.®®

Age-related needs are the single most common problem requiring help in Canada, but an equal
proportion of persons receive assistance to manage chronic diseases, and over one quarter
(28%) of caregivers have supported a person through terminal illness.® In Ontario, specifically,
Health Quality Ontario (HQO) estimates that recently 35,000 persons a year acted as end-of-
life caregivers in a private home or long-term care facility.”®

At the end of life, as an individual’s condition deteriorates, there is an “increasing need for assis-
tance with daily tasks”.”" As such, persons at the end of life and their caregivers struggle with
the implications of advanced medical conditions, which include symptoms as well as practical
demands. Caregivers lend their support through a great variety of activities that include emo-
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tional comfort, grocery shopping, cleaning, providing transportation, coordinating appointments,
managing medications and helping with hygiene.”?

Caregivers told the LCO that the time and effort required by such daily tasks can be incredibly
difficult to manage without supports (such as paid benefits and respite) and that Ontario’s
existing law and policy framework is wanting in this respect.

Thus, there are positive aspects as well as challenges arising from caregiving in the province.
Research on caregivers’ perspectives has found that most of them assume the role because
they wish to do so.”® Many find meaning in it and they experience feelings of reciprocity in
their relationships with those whom they care for.”* As the Change Foundation reports, “Care-
giving can bring incredible joy, rewarding relationships, personal satisfaction and depth to the
human experience; it can be enriching and life defining”.”®

Nevertheless, it is essential to acknowledge that caregivers often function in worrying conditions.
In a report on supports for end-of-life caregivers, HQO found that

Providing informal care for people at the end of life can be burdensome, and studies
have shown that it can have negative health impacts for the caregivers, such as
sleep problems, fatigue, psychological distress (i.e., depression and anxiety),
burnout, and an increased risk of mortality. Studies have also shown that informal
caregivers tend to suffer from financial strain. Furthermore, it is important to rec-
ognize that more people are now working outside the home, which may further
add to the burden of informal caregiving.”®

This discussion paper examines the adequacy of existing supports in Ontario that are intended
to relieve difficulties, such as those listed above.

Additionally, we consider the needs of family and friends who may not be caregivers but who
are, nonetheless, touched when someone close to them passes away. As with caregivers, family
and friends are important stakeholders in the LCO’s project because they are bereaved. They
may also assume responsibility over practical issues that must be dealt with after a person has
died, such as obtaining a death certificate and arranging funeral services. Consequently, part
of the LCO’s task is to review the current state of benefits that family and friends receive (e.g.,
leave from work, counselling) and related challenges.

Detailed information on existing services and supports for caregivers, family and friends and
on the challenges they face is found in chapter 5.D.1.
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3. Professionals

There is a wide range of professionals who provide services and supports in this area including
the following:

Health care providers: Health care providers in this context include family physicians,
medical specialists, registered nurses and nurse practitioners, social workers, personal
support workers, pharmacists, psychologists and psychiatrists. Health care providers work
in a variety of environments, are regulated separately and may be funded under different
arrangements. However, palliative care emphasizes coordinating services in interprofes-
sional teams and capacity building among providers so that not only specialists but also
primary level providers can address patients’ basic needs. Health care providers are the
frontline workers who interact most closely with persons who are dying and their supporters.

Legal professionals: Legal professionals with an interest in this project include legal clinics,
such as the Advocacy Centre for the Elderly (ACE) and ARCH Disability Law Centre, and
members of the health, and trusts and estates bars. Besides legal professionals who have
specialized expertise in this area, general practitioners are called upon to assist in related
matters, for example, drafting powers of attorney, estates planning and legal represen-
tation in disputes.

Ethicists: Ethicists develop and apply analytical frameworks to resolve controversial
guestions that engage medical, legal, philosophical, ethical and other viewpoints. Ethi-
cists practicing in this area work with facilities, government and delegated agencies and
research institutions to conduct studies, craft policies and mediate case-based decision-
making.

Facility operators: Facilities are hospitals, long-term care homes, residential hospices,
community clinics and other institutions that oversee service delivery within their authority.
For instance, some hospitals have palliative care units and palliative consult teams, and
long-term care homes are statutorily required to provide end-of-life care.””

Academics, educators and trainers: The LCO heard there is a high level of concern about
the lack of education and training for professionals who regularly encounter persons in
the last stages in life. Furthermore, there is a lack of information for members of the public
on relevant topics, such as eligibility for services and consent to treatment. As such, it
is essential to include regulatory colleges, professional associations, and academics in law
and the health sciences in the LCO’s project. Beyond education and training, academics
also contribute greatly to the availability of trustworthy research.
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4. Government and delegated agencies

Core government and delegated agencies described below are also presented in a flowchart in
section 4.B.2, Figure 2, Ontario’s Framework for Publicly Funded Care in the Last Stages of Life.

Government: Overall responsibility for health care in Ontario rests with the MOHLTC. The
MOHLTC sets priorities for the sector as a whole and has a stewardship role that focuses
on strategic planning, policy development, investment, system-wide performance and
accountability.”® The MOHLTC directly plans, funds and oversees certain services while
delegating the majority of funding and administration to external agencies, such as the
Local Health Integration Networks (LHINs) and Cancer Care Ontario (CCO). For instance,
the MOHLTC funds residential hospices and physicians and is leading the development
of a strategy on palliative and end-of-life care.”® Apart from the MOHLTC, the issues raised
in this project cut across government ministries and departments, for instance, MAG, the
Ministry of Community and Social Services, Ministry of Children and Youth, Office of the
Public Guardian and Trustee, Ontario Seniors’ Secretariat and Office of the Chief Coroner.

Ontario Palliative Care Network: The OPCN is a partnership of community stakeholders,
such as health providers, HQO, the LHINs, CCO, health system planners, patients and their
families. The OPCN is mandated to be a principle advisor to the government on hospice
palliative care in Ontario. It is accountable for quality improvement initiatives, data and
performance measurement and system level coordination along with supportive regional
implementation of high-quality, high-value hospice palliative care in Ontario.

Local Health Integration Networks: Ontario’s 14 LHINs are Crown agencies that plan, fund
and oversee the accountability of far-reaching health services in the province, including
hospitals, long-term care homes and community support services. Under Bill 41, Patients
First Act, 2016, which received royal assent December 8, 2016,8° the LHINs are proposed
to assume greater responsibly for primary care, long-term care placement coordination,
and home and community care (the latter two have otherwise been the responsibility of
the Community Care Access Centres (CCACs)). Home care is intended for those who can
live independently when they receive nursing, homemaking and personal support serv-
ices.®’ The LHINs are mandated to promote the integration of health services within their
regions. In furtherance of that mandate, all LHINs have a Regional Palliative Care Network
that brings stakeholders together to strengthen quality, integrated services. Planning and
implementation at the local level will be through the governance structure of these 14
Regional Palliative Care Networks, which will aim to ensure a system-wide approach to
palliative care that is patient focused. The networks are connected through the Provincial-
End-of-Life Network, which fosters strategic guidance, collaboration and the dissemination
of best practices.®2 The LHINs are core participants in the OPCN.

Cancer Care Ontario: Cancer Care Ontario is mandated by the MOHLTC to improve cancer
and kidney disease services, and access to care for key health services, through strategic
guidance and funding arrangements with facilities and service providers. CCO creates
and maintains information systems, establishes guidelines and standards, tracks system-
wide performance, and delivers care at the local level through 14 regional cancer programs

LAW COMMISSION OF ONTARIO 24 MAY 2017



that correspond to the LHIN regions. CCO devotes considerable resources to improve-
ments in palliative care, for example, by developing evidence-based standards and piloting
early identification tools.83

Health Quality Ontario: HQO is a Crown agency that collects and analyses information
on the quality of health care in Ontario, in part, through the review of annual performance
reports that health care organizations are required to submit (called quality improve-
ment plans). HQO publicly disseminates its reports and advises government and health
care providers on evidence to support improvements.8* HQO has conducted research to
generate an evidentiary framework for end-of-life care.®>* HQO is a core participant in the
OPCN.

Regulatory colleges and professional associations: Regulatory colleges oversee health
care professionals’ responsibilities by drafting practice guidelines, standards and policies,
and by undertaking enforcement. Professional associations advocate on behalf of their
members in consultation with the government and regulatory colleges. Ontario regulatory
colleges and professional associations have released documents relating to palliative and
end-of-life care, decision-making and physician-assisted dying.8¢

Administrative tribunals: Three administrative tribunals adjudicate disputes relevant to
care in the last stages of life. The Consent and Capacity Board (CCB) adjudicates disputes
about capacity and decision-making, including issues surrounding the suitability of a
substitute decision-maker’s (SDM) provision of consent for end-of-life treatments. The
Health Professions Appeal and Review Board (HPARB) considers the reasonableness of
regulatory college complaints committees’ findings about matters of professional con-
duct, for example, whether a health care provider has met practice standards in delivering
palliative care. Finally, the Health Services Appeal and Review Board (HSARB) adjudicates
complaints about eligibility for home and community services that have been dismissed
by prior designed complaints committees.

Office of the Patient Ombudsman: The Patient Ombudsman is a recent addition to Ontario’s
health care system with the first appointment to the role in December 2015.8” The Patient
Ombudsman’s responsibilities include responding to unresolved complaints from patients
and caregivers about the patient’s health care experience at a health sector organization,
which includes hospitals, long-term care homes and centres for coordinating home care.®®
Because the operationalization of the office is relatively new, there is little information
currently available to understand its role and effectiveness. The Patient Ombudsman’s
mandate does, however, include responding to complaints from patients and caregivers,
investigating a health sector organization in response to the complaint or on her own
initiative, making recommendations to a health sector organization, making reports to
the MOHLTC and annual recommendations, and providing reports to LHINs as appropriate.t®
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5. Community organizations

Some community organizations overlap and collaborate with professionals working in this area
of the law. Nonetheless, they have separate interests as communities advocating for the rights
of their constituencies.

Advocacy organizations: Community organizations with an interest in this project include
those advocating for patients, older adults, persons with disabilities and caregivers. Often
advocacy organizations have conducted research, carried out law reform endeavors and
published materials for public education. Hospice Palliative Care Ontario (HPCO) is a
prominent voice for advocacy in this area. HPCO is also the Secretariat for the Quality
Hospice Palliative Care Coalition of Ontario whose membership includes provincial asso-
ciations and organizations, such as universities, community organizations and professional
associations, among others.

Faith and cultural communities: Religion and culture strongly influence beliefs and practices
surrounding death for individuals, families, health care providers and communities. Faith
and cultural leaders have begun to address ethical approaches to the last stages of life in
recent years with some having delivered positions on the appropriateness of different
courses of treatment. They may also be involved in supporting persons as they move through
the dying process by providing counsel, leading prayer, mediating disputes and perform-
ing rituals after death.

D. Questions for Discussion

1.  Within the scope of LCO’s project, are there any additional affected individuals,
communities, and institutions that should be taken into account?

2. Are there any additional recent debates or legislative frameworks that LCO
should be aware of?
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A. Introduction

This project addresses complex systems for planning and delivering health care in Ontario.
During the LCO’s consultations several stakeholders, especially in the medical field, asked the
LCO to explain how law reform is relevant to what they perceive to be medical, administrative
or public policy issues.

In this chapter, we explain the law’s contributions to governing the health care sector. We begin
by exploring nuanced definitions of what the law is. Then, we discuss fundamental legal rights
and principles that must be adhered to in delivering health care and the law’s interaction with
professional standards of care.

The purpose of this chapter is to clarify the law’s expansive reach, but also its limits, and the
LCO’s approach to law reform.

In contrast, the next chapter of this paper provides detailed information on Ontario’s existing
law, policy and institutional framework specific to care in the last stages of life (including key
government agencies and health care benefits).

B. Defining “Law”
1. The LCO’s expansive understanding of the law

The LCO has an expansive definition of the “law”, which includes legislation and case law as well
as the policies, institutions and everyday practices necessary to implement the law on the ground.
Understood in this way, the law can assume various forms and it can be enforced and shaped
by many actors.

To begin, the law includes the decisions of governmental and non-state actors whose authority
derives from statute, such as regulatory college standards, tribunal guidelines, and government
policies and programs. These types of delegated authority do not require the same rigorous pro-
cedures as enacting legislation. However, they are a significant part of the legal system and
must conform to fundamental legal frameworks, such as administrative and constitutional law.

Take the College of Physician and Surgeons (CPSO), which is one of the colleges regulated
under the Regulated Health Professions Act, 1997 (RHPA).°°© The CPSQO’s policies must fit within
its mandate under that statute, and they must maintain consistency with the Human Rights
Code,” SDA, HCCA, common law standards of care for physicians and so on. Should these laws
change, the CPSQO’s policies would change. In turn, the CPSO itself might influence the advance-
ment of the common law when its standards are considered by the judiciary.®?

There are also different legal traditions in Canada, including Indigenous legal traditions and
religious laws.®® These legal traditions are grounded in protected rights that individuals and com-
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munities enjoy under the Constitution and human rights statutes.®* Other rights under these
two sources of law include rights to life, liberty and security of the person; language rights; and
the right to be free of discrimination based on grounds such as race, national or ethnic origin,
sex, age and disability.®®

Laws can infringe these guaranteed rights on their face or in practice, and one of the roles that
law reform agencies assume is to identify areas of concern that may not be readily apparent.
Although the LCO cannot declare a law invalid, we may nevertheless recommend measures that
would ensure consistency with foundational rights and principles.

Moreover, where we find that a law is valid or appropriate but there are barriers to proper imple-
mentation, we may make recommendations about practical tools for implementation, such as
pilot programs, education and training, and advocacy supports in the community.

Given the LCO’s expansive definition of the law, our analysis and recommendations may thus
concern a range of instruments and, also, actors from government ministries to regulatory colleges
and community organizations.

2. The limits of the law

Laws relating to care in the last stages of life can only be a partial answer to the complex medical,
administrative, ethical and social issues that run throughout this project. Stakeholders informed
the LCO about various constraints that exceed the law’s reach and, therefore, limit the project
scope. Clinical best practices are an obvious example.

Economic pressures in Ontario must also be taken into account as we formulate our recom-
mendations. In our consultations, we heard about the shortage and inequitable distribution of
resources available for care in the community, long-term care homes, hospices and elsewhere.
Often facilities lack the resources to provide adequate supports to persons who are ill or frail.
And caregivers may be stretched to the limits when they use their own finances to help another.
As a general rule, the LCO does not make direct recommendations about policies for specific
government expenditures. Our suggestions could nonetheless have an indirect impact on resource
allocation insofar as changes to legislation, policies, programs and institutions may require
funding.

Additionally, while the law can foster change, it cannot transform society by itself. Perspectives
on the value of life and death, prejudices against certain groups and opinions on a patient’s best
interests illustrate the types of issues that the law can address as a matter of rights and prin-
ciples, such as safety, equity and dignity. However, the law also exists within the larger context
of attitudes and structures that naturally enhance or diminish its effectiveness.
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C. Legal Rights and Principles Affecting Health Care
1. Constitutional rights and principles

The Constitution Act, 1867 and Constitution Act, 1982, including the Canadian Charter of Rights
and Freedoms, lay the foundation for government powers and duties respecting health care and
corresponding rights for individuals.

Under the Canada Health Act (CHA), the federal government participates in regulating health
care through its constitutional spending powers.?® The federal government transfers funds to
provinces that provide health care services through insurance plans, such as the Ontario Health
Insurance Plan (OHIP). Service delivery rests largely with the provinces due to their exclusive
authority over hospitals (and other health institutions) and “property and civil rights”, which
“has been interpreted broadly by the courts to encompass most professional services”, including
health care providers.?”

There is no constitutional right to health in Canada and the Supreme Court has explained that
medicare “is, by its very terms a partial health plan”.?®¢ The CHA grants conditional funding for
the provinces to insure “medically necessary” services provided by hospitals and physicians.®®
Medically necessary services are not defined in standardized criteria and they vary across juris-
dictions.'’°© But the Act does distinguish them from “extended health care services”, which the
provinces are not obliged to fund or administer.’®' Extended services relevant to this project
include palliative care in private and long-term care homes not administered by physicians, and
medications outside hospital.'®?

The provinces can and do supplement the CHA baseline of core services at their discretion.’©?
For instance, the Ontario Drug Benefit Program covers the costs of some prescriptions for persons
age 65 and older, living in long-term care or receiving home care.'”®* Across the country publicly
funded non-core services are inconsistent, there may be limits on eligibility and private co-pay-
ments may be charged.!°®

While rights to care arising from the CHA and provincial plans are circumscribed, the Supreme
Court has nonetheless found that “where the government puts in place a scheme to provide
health care, that scheme must comply with the Charter”.'°¢ In several cases, the Court has also
identified what types of government activities violate the Charter. Below, we briefly summarize
notable findings on the grounds of equality and life, liberty and security of the person:

Equality (Charter, s.15): Publicly funded health care services must be provided in a non-
discriminatory manner. In Eldridge v. British Columbia (Attorney General), the Supreme
Court held that requiring deaf persons to pay for communication assistance services
they needed to access the same basket of health services as the general public violated
s.15 of the Charter.’®” As a result, the government was ordered to take positive steps to
accommodate deaf persons up to the point of “undue hardship” by providing sign lan-
guage interpretation necessary for effective communication.’°® Section 15 equality pro-
tection does not, however, extend to discrimination claims relating to services that
governments have chosen not to include in the basket of medicare services.’?
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Life, liberty and security (Charter, s.7): The Charter protects individuals from criminal
sanctions against medical practices that deprive them of fundamental rights and s.7 cases
have expressly supported rights for persons with terminal illness and chronic disease."
In explaining the invalidity of prohibitions against physician-assisted suicide in Carter,
the Supreme Court held that s.7 engages principles of autonomy, dignity, quality of life
and the right to make decisions about one’s bodily integrity and medical care. Partic-
ularly relevant to this project, the Court stated that the Constitution “recognizes the value
of life, but it also honours the role that autonomy and dignity play at the end of that life”."?

The application of s.7 to health care outside the criminal context is ambiguous.”™ In
Chaoulli v. Quebec (Attorney General), the Court split on whether restrictions on private
insurance for otherwise publicly funded services infringe s.7 when the public system fails
to provide timely, quality care.™ The case was ultimately decided in the claimant’s favour
under Quebec’s provincial rights framework." But “even the justices who read section 7
more liberally emphasize[d] that the Charter does not constitutionalize a positive right to
health care”."®

As mentioned above, specific constitutional rights have been recognized by the courts regard-
ing health, such as non-discrimination in publicly funded care. Furthermore, the Supreme Court’s
decision in Carter established a right to physician-assisted dying in Canada. This constitutional
right has since been interpreted and incorporated into federal and provincial measures for the
planning and delivery of medical assistance in dying. We discuss these developments more in-
depth in chapter 4.

However, a positive right to palliative care has not yet been adjudicated in Canada. Quebec’s
An Act Respecting End-of-Life Care establishes a “right to receive end-of-life care” in facilities,
residential hospices and homes in that province."” The LCO is aware of legal professionals and
community advocates who argue for a national right to palliative care under ss.7 and 15 of the
Charter and we will keep abreast of related developments in this project.”®

Constitutional rights to other forms of health care have also already been asserted on Indigenous
and religious grounds." The cases addressing those rights involve complex issues about the
interaction of the Constitution with provincial decision-making laws, and we have reserved our
analysis of them to more suitable parts of the paper. Only a few observations are notable here.

The first is that the federal government’s power to make laws respecting Indigenous peoples
under the Constitution Act, 1867 complicates governance over health care for Indigenous peoples,
both in terms of planning and administration, and individuals’ access to palliative care.”® Second,
faith and cultural communities’ legal advocacy on constitutional grounds attests to concerns
that the LCO heard regarding the need to integrate differing values about life, death and treat-
ment into medical perspectives and systems.

For more information on care in the last stages of life for Indigenous peoples, see
chapter 5.D.3, and for faith and cultural communities, see chapter 6.G.
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2. Fundamental provincial rights and principles

Ontario’s institutional framework for delivering health care is embedded in statutes that are
fragmented across sectors, such as the Home Care and Community Services Act, 1994 and
Long-Term Care Homes Act, 2007.%" Unlike Quebec, British Columbia, Alberta and other juris-
dictions with strategies to incorporate palliative care across the system, Ontario is currently
formulating its provincial strategy.? We present how Ontario’s existing regime is developing later
in this discussion paper, including specific laws, policies and programs (see chapter 4).

Here, the focus is narrower. This section briefly canvasses three areas of provincial law that (sim-
ilar to constitutional law) integrate fundamental rights and principles across sectors: health
quality, human rights and decision-making.

The Excellent Care for All Act, 2010 articulates an overarching vision for publicly funded “high
quality health care” in Ontario.””®> The preamble describes a high quality health care system as

one that is accessible, appropriate, effective, efficient, equitable, integrated, patient
centred, population health focused, and safe...”*

Furthermore, the preamble expresses the belief that supports for patients and caregivers and
patients’ lived-experience are “a critical element of ensuring the future of our health care sys-
tem”.?> These acknowledgments directly underpin Ontario’s performance measurement and
improvement laws, and they could be interpreted as principles that guide separate laws relating
to care in the last stages of life (e.g., accessibility, integration and equity).

The Ontario Human Rights Code (Code) applies more directly to a range of actors in the province
as legislation with quasi-constitutional status. The Code resembles s.15 of the Charter because
its purpose is to uphold and mainstream equality rights.’?6 Similarly, it prevails over statutes and
regulations, and applies to government activity. However, the Code has a wider scope - it also
applies to private businesses and organizations, including care settings.'?’

The Code requires that services, goods and facilities treat every person equally without discrimi-
nation based on race, place of origin, creed, sexual orientation, gender identity, age and disability,
among other grounds.””® Compliance may demand accommodations that meet the needs of
disadvantaged persons up to the point of undue hardship.’?®

The Code is inspired by principles of inherent dignity, the worth of every person and partici-
pation in community life.®® The Accessibility for Ontarians with Disabilities Act (AODA) and
Ontario’s Action Plan for Seniors have comparable goals with respect to these specific commu-
nities, which have an interest in the LCO’s project. These two frameworks supplement to Code
with methods for implementing tailored standards, policies or programs.™

Decision-making laws are not the final instance of cross-cutting provincial laws in this context,
but they are our last example here.®? Together, the Health Care Consent Act, 1996 and Substitute
Decisions Act, 1992 govern informed consent, advance care planning and substitute decision-
making. The HCCA empowers individuals to make decisions for themselves when capable.’ |t
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also enables them to express wishes, values and beliefs that SDMs must take into account when
making decisions on their behalf, should they become incapable.’®* Health care providers must
obtain informed consent from a patient or SDM prior to administering every treatment with
very few exceptions stipulated in the HCCA.'$°

The HCCA and SDA codify common law rights to bodily integrity and personal autonomy in
decision-making, which the courts have described as “co-extensive” with the constitutional right
to security.’®

3. Interactions with professional standards of care

Professional standards of care are intimately tied to the law. Professional standards of care have
several sources: the common law, statute and regulatory college guidance, which may include
policies, codes of ethics and guidelines.™’

In the course of this project, the LCO learned that health care providers sometimes refer to the
“standard of care” as a clinical determination about beneficial treatment options for a patient.
As a legal concept, however, standards of care are much more - they determine what can be
reasonably expected of a prudent professional in the circumstances.™ They encompass clinical
judgment about treatment options and non-clinical rights and principles under the law. For
instance, standards of care include duties of disclosure and obtaining informed consent.’*®

Standards of care may be defined through case law when individuals allege that providers
negligently executed their duties. Negligence law helps to define standards of care insofar as it
provides information about what would be expected of a prudent professional faced with the
facts at hand. In determining the standard of care, the courts may take into account statute as well
as regulatory college guidance. Regulatory college guidance may be informative, though not
determinative of the standard of care. In turn, regulatory college guidance and general clinical
standards of practice must be updated to be consistent with the law.'4°

Aside from health care professionals, lawyers also provide services to persons who are dying,
caregivers and family members. Their respective regulatory colleges are mandated under statute
to oversee issues relating to licensing, practice standards, competence, complaints and disci-
pline.”* For lawyers, the Law Society Act applies to the Law Society of Upper Canada, while for
health professionals the Regulated Health Professions Act, 1997 applies broadly to a number
of self-governing health professions.™?

Members of the public who have complaints about the care they receive have several avenues
of recourse within and outside regulatory colleges. Many health facilities, such as hospitals, have
informal dispute resolution processes. The Law Society Act and RHPA also require regulatory
colleges to administer complaints resolution procedures.'* Furthermore, appeals of regulatory
college complaints determinations may be available through administrative processes (e.g.,
HPARB),* and the courts may lend an added degree of supervision as a last resort.

Throughout this paper, we consider matters relating to professional ethics and practice. We
also review mechanisms that could prevent or resolve disputes prior to making a formal claim.
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D. Questions for Discussion

3.  What legal rights and principles are important for shaping care and
establishing professional standards in the last stages of life?
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A. Introduction

This chapter summarizes Ontario’s laws, policies and programs. After this chapter, the remainder
of the discussion paper analyzes issues that might benefit from reform.

The chapter begins with an overview of Ontario’s regulatory framework for health care funding,
planning and delivery. Then, it situates palliative care, health care decision-making, medical
assistance in dying and dispute resolution within that framework. Finally, the chapter briefly
reviews a number of specific laws that are separate from but intersect with these areas.

As Ontario’s health care system is presently in a state of change, the chapter focuses on pro-
viding summary information about the existing regulatory landscape.

B. Framework for Health Care Funding, Planning and Delivery
1. Overview of the Ontario’s Regulatory Framework

In chapter 3 we introduced the constitutional foundation for health care in Ontario, which is
grounded in the division of powers between the provincial and federal governments. The federal
government uses its constitutional spending powers to transfer funds to provinces that provide
health care services through insurance plans - OHIP is Ontario’s health insurance plan. Service
planning and delivery then rests largely with the provinces.

The legislation governing this arrangement, the Canada Health Act, only covers medically necessary
services provided by hospitals and physicians. There is a range of so-called extended health
services that are not funded by the federal government and that are significant for the last
stages of life, including medications outside hospital and most palliative care provided in
private and long-term care homes. As a result, in addition to overseeing the planning and delivery
of medically necessary care, Ontario supplements the CHA with provincial funding.

However, there may be limits to eligibility for provincially funded services and some services
may receive partial or no funding. For instance, patients who are receiving complex continuing
care in hospitals while waiting for admission to long-term care may be required to pay a co-payment
for the cost of their meals and accommodation.> Once in a long-term care home, residents
must also make co-payments for food and accommodation. If a resident is in standard/basic
accommodation and is unable to afford the co-payment rate, they may be eligible for financial
assistance and have their co-payment amount reduced based on their income.¢

Retirement homes are an example of an entirely private arrangement. Retirement homes are
regulated under the Retirement Homes Act, 20710, but residents are legally tenants who also
have rights under the Residential Tenancies Act, 2006.' Retirement homes may, but are not
required to, offer care services that meet the needs of persons nearing the end of life.*® In this
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project, we review concerns that stakeholders raised about palliative care in retirement homes
(see chapter 5, “Access to Justice for Communities with Unmet Needs”).

In the following section, we set out Ontario’s existing framework for publicly funded care in the
last stages of life. It should be recalled that some of these services may still require co-pay-
ments.

2. Framework for Publicly Funded Care in the Last Stages of Life

Ontario’s framework for publicly funded health care is decentralized. The MOHLTC has over-
all responsibility for the sector; however, significant planning, funding and accountability func-
tions are delegated to agencies that operate within 14 separate regions across the province.

Despite this distribution of authority, the MOHLTC maintains control over certain matters. It provides
partial funding for residential hospices.'*? It funds primary care, physician fees, medications
covered in hospital, and other drug programs.’™° It also plays a role in funding and regulating
public health initiatives.”” Moreover, the MOHLTC has a stewardship role that focuses on regu-
lation, strategic planning, policy development and rule-making, investment, performance and
accountability for the whole system.’>?

Beneath the MOHLTC sit the Local Health Integration Networks. LHINs are Crown agencies
charged with promoting the integration of local health systems within their respective regions
under the Local Health System Integration Act, 2006.'>3 LHINs plan, fund and ensure the ac-
countability of wide-ranging health services delivered in hospitals, long-term care homes and
community support services, as follows:

Hospitals provide many essential services to persons with life-limiting illness in
departments, including emergency, intensive care, complex continuing care and
palliative care units. Some hospitals also have palliative care consultation teams
that visit patients in other wards.”> Hospital-based palliative care programs and
consultation teams may also offer day programs and make house calls.’> Public
hospitals operate under the Public Hospitals Act.’>6

Long-term care homes are “home” for thousands of individuals, many of whom may
experience serious frailties, including chronic conditions and dementia.’”” Almost
one third of the residents in long-term care pass away each year."®® The Long-Term
Care Homes Act, 2007 requires licensees to train all staff who provide direct care
to residents on palliative care.”™ Licensees also have a statutory duty to “ensure
that every resident receives end-of-life care when required in a manner that meets
their needs”.1e0

Community support services include a mix of initiatives run by community agencies.’®
Visiting hospice programs stand out as an example in this area: their volunteers
serve thousands of Ontarians with daily living support, respite for caregivers,
counselling, and recreational activities, among other services.¢2
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LHINs also fund and oversee CCACs, which are independent agencies that facilitate access to
home and community care under the Home Care and Community Services Act, 1994.'3 CCACs
coordinate admissions to long-term care and assess eligibility for a range of services provided
in the home.’® The Act stipulates a maximum number of hours that individuals can receive for
homemaking and personal support services.’®® In practice, however, CCACs determine eligibility
for services.’®® Persons eligible for palliative care may be able to receive added services to
help them die at home and their caregivers may also receive supports.’®’

Cancer Care Ontario operates beneath the MOHLTC in parallel with LHINs. Under the Cancer Act,
CCO plans, funds and ensures the accountability of services for persons with (or at risk of
developing) cancer and kidney disease.’® CCO manages regional cancer programs in each of
Ontario’s 14 regions and works with LHINs and providers to deliver care in different settings.’®?

Finally, the Ontario Palliative Care Network is a recent addition to Ontario’s provincial approach.
As discussed below, Ontario has experienced immense difficulties achieving equitable access
to palliative care due to a lack of coordination across our decentralized institutional frame-
work and care settings, and a lack of unifying policy. The OPCN was introduced to improve the
quality of and equitable access to palliative care for all Ontarians. We discuss the OPCN’s history
and mandate in more detail in section C.2, below.

Readers should be aware that this description of Ontario’s framework (and Figure 2) will be changing in the
near future as a result of a legislated restructuring of the system through the recently enacted Bill 41, Patients
First Act, 2016.10 Bill 41 gives the LHINS enhanced responsibility over home and community, primary care and
public health care. Most importantly for this project, the LHINs will assume the current responsibilities of the
CCACs and sub-regions would be created to deliver care across the 14 LHIN regions.

LAW COMMISSION OF ONTARIO 36 MAY 2017



FIGURE 2: Ontario’s Framework for Publicly Funded Care in the Last Stages of Life
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C. Palliative Care
1. What is palliative care

The term “palliative care” describes both a philosophy of care and a wide-range of services that
are provided to realize the philosophy for individuals and society at large.

Referring to palliative care as a “philosophy” captures its nature as a general approach to providing
care that is rooted in assumptions, values and principles.

For example, the World Health Organization describes palliative care as “an approach that
improves the quality of life of patients and their families facing the problem associated with
life-threatening illness...”, among other characteristics.”' In Ontario, the MOHLTC, LHINs and
Quality Hospice Palliative Care Coalition of Ontario define palliative care as,

[A] philosophy of care that aims to relieve suffering and improve the quality of
living and dying. It aims to help individuals and families to:

e address physical, psychological, social, spiritual and practical issues, and their
associated expectations, needs, hopes and fears

* prepare for and manage self-determined end-of-life choices and the dying
process

e cope with loss and grief during illness and bereavement
* treat all active issues and prevent new issues from occurring

* promote opportunities for meaningful and valuable experiences, personal and
spiritual growth, and self-actualization.

Individuals with palliative care needs are those where much (but not necessarily all)
of the focus of care is the relief and prevention of suffering and improving quality
of life and comfort.'”?

This philosophy is also translated into practice. The “service” dimension of palliative care refers
to the actual medical, social and legal services and supports that individuals receive on day-
to-day basis, such as treatment, facilitating health care consent and advance care planning
conversations, social activities and counselling. These services may be offered by a number of
providers alone or in teams across the different care settings mentioned above, which include

e private homes

e long-term care homes
* retirement homes

* hospitals

* residential hospices

» day programs
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A person’s actual care setting, services and supports will depend on her unique needs but,
ideally, the approach to caring for each individual will be consistent with the goals that palliative
care seeks to achieve.

2. Origins and evolution of palliative care

i. Early years of advocacy and government involvement

In Ontario, the provision of palliative care as a publicly funded service has resulted from the
advocacy efforts of committed health care providers and grassroots organizations.”® Since
the 1960s, palliative care has progressively gained increased attention, publicly and within
government, and it has become an integral part of the health care system.

The 1970s and 1980s were “foundational years” for the palliative care movement in Ontario.””*
Ontario’s first community-based hospice opened in 1979, an institute for research and education
was founded in 1983 and, by the late 1980s, there were two provincial hospice palliative care
organizations (which eventually merged into Hospice Palliative Care Ontario)."”> Important
centres of excellence emerged in and around that time, such as the Temmy Latner Centre for
Palliative Care, as did notable programs providing home-based palliative care.”®

Whereas during its early years of development palliative care was aimed at persons with terminal
iliness, especially cancer, it gradually became more inclusive of different conditions along the life-
course.””” Throughout this early period, however, palliative care services reflected the demands
of local challenges - they were largely confined to isolated programs established by community
advocates in the locations where they worked.

Federal and provincial government involvement in palliative care grew from the 1990s on."”8
Ontario’s commitment of funding in 1992 for community palliative care was a milestone for the
movement, even if it was “not closely coordinated or distributed across the province”.”® Further-
more, the federal Senate brought palliative care to the national stage in the 1990s, when it began
a series of report on the subject.™®°

In 2005, Ontario launched a three-year End-of-Life Care Strategy, which aimed to shift end-of-
life care from acute settings to the home and to enhance the coordination of service delivery.”®
Important components of the strategy were its funding for community providers and the estab-
lishment of palliative care “networks” embedded within some of Ontario’s LHINs.'®2 Not all LHINs
have established networks and they do not all operate with the same degree of representation
and participation. The networks that are functional bring together individuals and organizations
interested in palliative care in order to promote integrated care, and they are linked at the
provincial level.’®3

An evaluative review of the End-of-Life Care Strategy found that it had some positive impacts,
but also challenges. For instance, more patients had been served and the strategy may have
resulted in broader identification criteria; however, “individual patients did not use more home
care or less acute care services after the implementation”.’® And beyond the creation of the
networked-approach to management at the LHIN level, the strategy did not establish an over-
arching regulatory framework for palliative care.'®®
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ii. Agreement on a Declaration of Partnership

In 201, acknowledging that there was still “a tremendous gap” in services, the MOHLTC, LHINs
and Quality Hospice Palliative Care Coalition of Ontario (QHPCCQO) agreed on a vision docu-
ment “to provide equitable access to safe, comprehensive and high quality palliative care and
support for individuals and their families across the province”.'8>

The document, Advancing High Quality, High Value Palliative Care in Ontario: A Declaration of
Partnership and Commitment Action (Declaration of Partnership) accomplishes a number of
tasks, including elaborating a coherent definition of palliative care, agreeing on core values and
assumptions, and formulating a model for service delivery.

The Declaration of Partnership asserts that palliative care may enhance other types of restora-
tive and rehabilitative care, is most effectively delivered in teams and should be integrated at
multiple scales within Ontario’s regulatory framework - at the clinical, organizational and over-
all system levels.

Important to the LCO’s project, it also recognizes an inclusive approach to identifying persons
who could benefit from palliative care. According to the Declaration of Partnership, palliative
care is “appropriate for any individual and/or family living with, or at risk of developing a life-
threatening iliness, at any time they are prepared to accept this type of care and support”.’8é

It links chronic disease management with palliative care, so that coordinated planning occurs
throughout the chronic disease and aging process. Moreover, its model for service delivery re-
quires that “[i]n each setting where individuals die, there is a clearly defined care program
that is founded on the palliative care philosophy and approach”.’®”

In short, the Declaration of Partnership is the most comprehensive, ambitious vision for pal-
liative care in Ontario to date.

A steering committee was formed in 2012 to implement the Declaration of Partnership.'®® The
committee was comprised of representatives from government, LHINS, CCACs, Cancer Care Ontario,
professional associations, hospitals, community organizations and others.’®° |t held a series of
meetings and delegated work items to be undertaken by a Clinical Council and Working Groups,
some which produced expert reports.’®°

Despite these initial steps, however, in December 2014 the Auditor General of Ontario released
the results of an investigation into the state of palliative care, which found that “three years after
its creation, significant work still needs to be done to meet most of the commitments made in
the Declaration of Partnership”.’¥!

The Auditor General observed that services in Ontario evolved in a “patchwork fashion” accord-
ing to the sites in which advocates were located and that, “although efforts have been made
to create an integrated, co-ordinated system... no such system yet exists”.’2 Notably, she found
that Ontario lacks standard eligibility criteria for services, a common process to identify patients,
equitable access to palliative care across the regions and public education.
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Among other recommendations, the Auditor General of Ontario proposed the design of a gov-
ernment-approved policy framework:

The Declaration of Partnership should be linked to a policy framework for approval
by the government. This framework could outline the necessary direction and
funding to support the implementation of the commitments.'®3

ili. Proposal for a provincial strategy and the Ontario Palliative Care Network

In November 2014, while the Auditor General’s report was being prepared, the Minister of
Health and Long-Term Care mandated his Parliamentary Assistant, John Fraser, to lead the
development of a strategy on palliative care. In addition, Fraser was mandated to oversee the
expansion of residential hospices to almost double the number of beds in the province.®*
Fraser held 16 roundtables with dozens of individuals, organizations and hospices over the course
of several months.’®®> The results of his consultations were then reported in the Palliative and
End-of-Life Care Provincial Roundtable Report (Fraser Report).'?®

The Fraser Report was released in March 2016 along with an announcement that the government
invested increased funding through the Provincial Budget to strengthen community-based
hospice and palliative care.’?’

The Fraser Report confirms much of what had been recorded previously in the Declaration of
Partnership and Auditor General report on the state of palliative care in Ontario. It also makes
new findings of interest to the LCO’s project that we rely on in this discussion paper. Of particular
interest to our project are the following findings:

 Families and caregivers find the health care system difficult to navigate.

* Diverse communities face unique barriers accessing palliative care, such as
rural and northern communities, Francophone persons, cultural groups and
Indigenous peoples.

e Long-term care homes should be a part of the continuum of palliative care.’®®
e Caregiver supports should be improved.
e Public education and awareness should be enhanced.

The LCO’s project examines these issues as part of the remaining chapters of this report.

In conjunction with the Fraser Report’s release, the government also announced the inauguration
of a provincial-level “network” that brings together various partners to drive implementation
of consistent quality hospice palliative care across the province, called the Ontario Palliative
Care Network.”??
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Ontario Palliative Care Network

The OPCN is an organized partnership of community stakeholders, health service providers and
health system planners, accountable for the development of a coordinated, standardized approach
to the delivery of hospice palliative care in Ontario. The OPCN’s mandate is to

e act as a principal advisor to government on hospice palliative care in Ontario

* be accountable for quality improvement initiatives, data and performance
measurement and system level coordination

e support regional implementation.

The OPCN governance structure is multifaceted. It includes an Executive Oversight with rep-
resentation from the LHINs, Quality Hospice Palliative Care Coalition of Ontario, Cancer Care
Ontario and HQO. There are several Advisory Councils that focus on clinical improvements, data
and information, implementation and community partnerships (with representation from diverse
providers, care settings, geographies and patient groups). There is also a Secretariat with staff
to support the OPCN operational and tactical activities and, generally, execute the OPCN mandate.

As part of the OPCN structure, Regional Palliative Care Networks are being created for each
of Ontario’s 14 regions. For each region, the LHIN CEO and regional cancer program VP will
jointly oversee the networks to ensure that planning and implementation is aligned with the
OPCN’s provincial standards.

The OPCN builds on existing institutional arrangements in Ontario. Therefore, providers will
continue to deliver palliative care through the LHINs, MOHLTC and CCO. However, they will do
so in conformity with the new provincial standards.

FIGURE 3: Timeline of Recent Palliative Care Initiatives in Ontario

2005 Ontario initiates End-of-Life Strategy (ending in 2008)

2011 MOHLTC, LHINs and QHPCCO release Advancing High Quality, High Value Palliative Care in
Ontario: A Declaration of Partnership and Commitment to Action

2014 Auditor General of Ontario releases a review of palliative care calling for improvements,
including a government-approved policy framework

2014 Minister of Health and Long-Term Care mandates MPP, John Fraser, to support the
development of a strategy on palliative care and oversee the expansion of residential hospices

2016 MOHLTC announces measures to improve palliative care, including

* establishment of the Ontario Palliative Care Network
* proposal of $75 million investment over three years
* release of Palliative and End-of-Life Care Provincial Roundtable Report (Fraser Report)
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iv. Ongoing non-governmental initiatives

Another way in which the government has recently committed to improve palliative care is
through partnering with HPCO to provide training to hospice volunteers.2°© Beyond this ini-
tiative and others that the government supports, community organizations, regulatory col-
leges and professional associations have maintained their record of leadership in this area,
and they develop independent programs and resources.

For example, the Registered Nurses’ Association of Ontario and CPSO have drafted policies and
practice guidelines for providers.2° The Ontario Medical Association (OMA) has been leading
an end-of-life strategy and has published guiding documents.?°2 HPCO offers a great variety
of training and educational opportunities on all aspects of palliative care and it has initiated a
community of practice on health care consent and advance care planning.2°3

Given the importance of non-governmental initiatives in this area, we have listed associated
publications alongside key government documents in Figure 4, below.

FIGURE 4: Essential Palliative Care Documents for Ontario

A Model to Guide Hospice Palliative Care: Based on National Principles and Norms of Practice
(CHPCA, 2013)

Advancing High Quality, High Value Palliative Care in Ontario: A Declaration of Partnership and
Commitment to Action (MOHLTC, LHINs and QHPCCO, 2011)

Palliative and End-of-Life Care Provincial Rounatable Report (MOHLTC, 2016)

End-of-Life Care During the Last Days and Hours (RNAQ Clinical Guideline, 2011)

Planning for and Providing Quality End-of-Life Care (CPSO Policy, 2015)

End of Life Strategy Framework (OMA, 2014)

Health Care Consent Advance Care Planning Community of Practice Glossary (HPCO, 2016)
Patients First: Action Plan for Health Care (MOHLTC, 2015)

3. Emerging directions: the public health approach to palliative care

i Introduction

The public health approach to palliative care is a theoretical model that complements the main
tenets of palliative care. It aims to have palliative care treated as a matter of broad public interest.

During the LCOs consultations we were urged to consider reviewing the public health approach
as the next step in an evolving philosophy of palliative care. However, in our review process, it
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became apparent that the approach itself is still developing and, therefore, difficult to study.
Indeed, scholars acknowledge the “breadth”, “ambiguity” and “lack of clarity” in this emerging
area?%4 - there are limits to the available information among proponents, researchers and also
for the LCO.

In this section, we nonetheless seek to draw out some of its major features from the existing
literature. We pose questions that we believe require further clarity throughout and, particularly,
in the concluding part. Notably, we ask what the public health approach might look like on the
ground as a matter of law reform.

il. Overview of the public health approach

Not unlike palliative care, generally, the public health approach is premised on the “recognition
of the limitations of traditional models of health care delivery”.2%> Some of the principles shared
between palliative care strategies and this approach include person- and family-centred care,
involvement of non-specialists (such as primary care providers, social workers and PSWs), and
equitable access for the entire population.2°®

However, the public health approach has a distinctive focus on social aspects of care: it seeks
to integrate palliative care into everyday living through raising public awareness, supporting
healthy attitudes about death and dying, and fostering community engagement.2%’ It critiques
palliative care focused on “inpatient, outpatient, day care and home care services and not
community development”.208

The public health approach overlaps with initiatives that go by the terms, “compassionate
communities”, “compassionate cities”, and “health promoting palliative care”.2°® These initia-
tives have progressed over several decades in parallel with the palliative care movement and

they have been integrated into government strategies in various jurisdictions.?'°

The major focus of these initiatives that can be discerned from the literature (and that do not
overlap with recent palliative care models), include

e community capacity-building and engagement
* public awareness and education about death and dying.

We discuss these two major features of the public health approach below.

ili. Community capacity-building and engagement

As discussed previously in this paper, advancements in palliative care first arose at the com-
munity level with the development of hospices and other centres of excellence. The public
health approach to palliative care seeks to build on this history of past successes at the local
level and to foster more community engagement with government support.

LAW COMMISSION OF ONTARIO 44 MAY 2017



The rationale for community engagement is based on a number of principles. First, given the
social-orientation of this approach, it views the responsibility to care for persons who are dying
and their supporters not only as a responsibility for government, but also for surrounding com-
munity, including neighbours, workplaces, schools, local businesses and others.2"

It is important to remark that the concept of community responsibility should not be mistaken
for offloading responsibility onto communities in order to decrease government input and achieve
certain outcomes. Rather, community engagement from the public health perspective can be
understood “as an empowerment model” that strengthens community capacity to develop
responses to caring for their own members.?”2

Prof. Allan Kellehear, the founder of health promoting palliative care, explains that some of
the problems persons living with life-limiting illness encounter include social isolation, family
breakdown, premature job loss and financial strain.?® Many of these problems, he says, “are not
easily addressed by health services”.?* Moreover, he claims that palliative care services have
struggled to provide bereavement support to family and friends.?®

Whereas families have long shared responsibility with the health care system to provide for
persons in the last stages of life, advocates of the public health approach claim that community
members also have a role to play in addressing such challenges. In Kellehear’s words, “Health
is everyone’s responsibility”.?'

According Kellehear and other advocates, the public health approach means enabling commu-
nities to provide the social aspects of palliative care (e.g., food, transportation, company) that
supplement clinical interventions provided through the health care system. Community engage-
ment they claim,

allows for the provision of a continuous background level of support that is developed
pertinent to specific needs within the community, upon which discrete episodes
of professional intervention can occur.?”

Examples of Community Capacity-Building and Engagement

There are many examples of community capacity-building and engagement for palliative care in Ontario and
abroad. In Ontario, local initiatives that emerged organically alongside the palliative care movement have begun
to expand and self-identify with “compassionate communities” through initiatives, such as Pallium Canada’s
national and the HPCQ’s provincial compassionate communities community of practice.?'®

The Windsor-Essex project is an initiative that gives a good example. Among other components, it involves
mobilizing youth, faith, cultural, senior and informal social networks to generate volunteer opportunities;
introduces a phone service for advice in distressing situations; and includes the formation of care networks
for people in the last year of life with dementia or who need personal support with daily living activities. The
Windsor-Essex project involves partnering with government agencies and departments at the federal, provincial,
LHIN, county and municipal scales.?'® (continued on next page)
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Compassionate communities have also received considerable attention and support in other common law
jurisdictions, including England, Australia and Scotland. In Australia, for instance, a national palliative care
association published a guide for local health care service providers to foster community development and ed-
ucation.?® A number of local initiatives have also been funded through the federal Department of Health and
Ageing “Caring Communities” program.!

A “Compassionate Cities Charter” is being used by local governments to assist them formulate and achieve
related goals.??? The charter signals a government’s commitment to ensure that institutions within their jurisdic-
tion support wellbeing in the context of death and dying, including schools, workplaces, faith communities,
correctional facilities and shelters.?2® In Ontario, the Windsor-Essex project has created its own charter and
statement of values.??

A notable claim of the focus on community engagement is that it is particularly supportive of
marginalized and disadvantaged groups.??®> For instance, the public health approach has been
tendered as a framework for “age-friendly communities” that promote participation and au-
tonomy for older persons nearing end-of-life.?226 Community-mobilization has also been used to
empower First Nations health care providers to create culturally appropriate locally designed
and controlled palliative care programs in four diverse First Nations communities in Ontario.??”

Given the public health approach’s focus on community capacity-building and engagement,
the LCO would like to know more about how legal frameworks might empower community
members to become involved in palliative care in a manner that is voluntary and not motivated
by resource concerns.

iv. Public awareness and education

Public awareness and education is another core feature of the public health approach to palliative
care.

In Ontario, public awareness of palliative care is limited.?2® However, a lack of knowledge or mis-
perceptions can inhibit access to services and supports. The Auditor General’s report recognized
this connection between education, awareness and access to care. It explains,

To help patients who could benefit from palliative care, more people need to learn
what palliative care entails, what services exist in the community, and how to access
these services. Otherwise, there is a risk that patients will suffer unnecessarily by
not receiving timely palliative care....??°

Participants in the Fraser Report consultations also spoke about the public’s misperceptions
about palliative care, which they view as a final option when “nothing else is working”.?3° The
report explains: “Too many people think that palliative care just helps people die comfortably,
instead of helping them to live longer and better”.2%
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The public health approach recognizes the need for better understandings of palliative care,
but it also focuses more specifically on the need for transformational change in the public’s
perceptions of death, dying, loss and bereavement.

A core objective of the approach is to promote healthy, life-affirming attitudes about dying and
grieving as normal human experiences.?*? Thus, it seeks to combat “death-denying” practices
that, potentially, lead to “many people and their loved-ones being unwilling or unable to openly
discuss their preferences and priorities for care and death, views on organ donation, prepare
a will or plan a funeral”.?33

During the LCO’s consultations, we heard from numerous stakeholders who held views akin to
this perspective. For example, we heard that more needs to be done to secure the dignity of
patients and their supporters by helping them understand the repercussions of their situation
and the available options. This could better enable them to be actively engaged as participants
in their own life course. We also heard that key messages from the public health perspective
for Ontario would be a shift in thinking about death, dying, loss and bereavement.?34

Community engagement is one of multiple channels through which the public health approach
aims to enhance awareness.?®®> Other channels might include combatting negative attitudes
from an early age in school curriculums;?3® sensitizing non-specialized health care providers to
identify those who might benefit from palliative care (such as family doctors and primary care
nurse practitioners); and encouraging open conversations with individuals, families and providers
about health care consent and advance care planning.2%”

V. Incorporating the public health approach into legal frameworks

Earlier in this chapter, we summarized Ontario’s regulatory framework for health care planning
and delivery. The question for the LCO’s project here is how the public health approach to
palliative care would feature in this regulatory framework, if it were determined to be beneficial
for Ontarians. This central question raises several lines of inquiry.

For instance, it is unclear to the LCO whether proponents of this approach seek to replace
palliative care models with something wholly different or to complement dominant models with
improved government support for community engagement and public education. In either case,
we would like to know more about what these proposals would require in practice in terms of
laws, policies, funding and service delivery.

Presently the MOHLTC and LHINs have ongoing initiatives both on community engagement and
public education. For instance, local palliative care initiatives may already be aligned with the
compassionate communities model, such as residential hospices and community support services
(e.g., visiting hospice volunteers, day programs, and pain and symptom management education).
These initiatives can be viewed as a marriage of bottom-up organizing by community members
and top-down support from the government.

Furthermore, the Fraser Report highlights stakeholder submissions on the desire for innova-
tive community-based models, and enhanced public awareness and education.?*® And the Erie
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St. Clair LHIN has explicitly recognized the public health approach as well as community capacity-
building and public awareness in its regional palliative care strategic plan.?3°

Taking into account these existing initiatives, we ask whether increased government support
for such efforts would fulfil aspirations for the public health approach.

The LCO is also aware that advocates in this area are seeking to link palliative care directly to
public health systems.?4°

In England and Scotland, partnerships between palliative care and the public health system
have been called for in government policies on palliative care.?*' Additionally, in Scotland, the
national Public Health Network has issued a report with recommendations for the public health
system to develop the roles of public health specialists in the context of palliative care.?42

At this moment in the project, the LCO has been unable to determine how successful these efforts
are on the ground. Furthermore, we wonder how applicable these comparisons might be in the
context of Ontario’s unique public health system.

Previously in this paper we stated that the MOHLTC plays a role in funding and overseeing
public health in Ontario. According to the MOHLTC, “The primary focus of public health is the
health and well-being of the whole population through the promotion and protection of health
and the prevention of illness”.243 Public health programs and services seek to address deter-
minants of health - such as income, social support networks, education, working conditions and
personal coping skills - and to reduce health inequities.?**

A fundamental concern of the public health system is health promotion and chronic disease
prevention through public awareness and capacity-building for municipalities, schools, work-
places and other community partners?*> - all of which might provide relevant experience for
similar initiatives addressing palliative care.

However, a substantial part of public health work in Ontario is concerned with issues that are
quite distant from palliative care principles and practices, such as emergency preparedness,
environmental safety standards and infectious disease prevention and control.?#¢

Moreover, public health institutions are quite separate from the overall health care system.
Under the Health Protection and Promotion Act, programs and services are managed by 36
local boards of health and delivered by public health units with specially qualified staff. Also,
municipalities are significant partners in funding and administering the public health system.?#’

Given the unique design of Ontario’s public health system and its mandate, further information
is needed to understand what advocates propose. The LCO would like to know more about what
proponents believe involving Ontario’s public health system in the planning and delivery of
palliative care would achieve and require.
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4. |Issues for the LCO’s project

The above discussion makes it clear that Ontario’s regulatory framework for palliative care is
in a state of change. Reliable sources report that Ontario’s system for palliative care suffers from
a lack of coordination and difficulties serving certain populations - all of which of have led to
inequities in accessing care. The MOHLTC is moving forward to address these challenges with new
investments and the establishment of a provincial network to coordinate and improve palliative
care across the province, the OPCN.

As mentioned previously, the LCO’s project avoids reviewing issues that fall within the MOHLTC
and the OPCN’s priorities. The most notable issue areas that we do not address as a result of their
mandates are

 institutional coordination
e education and training for health care providers

e the overall enhancement of Ontario’s palliative care services and supports.

The LCO’s project does, however, address issues in Ontario’s developing regulatory framework
that supplement the MOHLTC and the OPCN'’s efforts.

Accordingly, among other issues, the LCO’s project seeks to address the concerns of commu-
nities with unmet needs to ensure equitable access to care regardless of characteristics such
as their age, sexual orientation and identity, abilities, and place of residence (chapter 5). We
review benefits for caregivers and other family and friends (chapter 5.D.1). And we also review
navigational supports that could assist individuals as they transition through the system from
one care setting to another (chapter 7).

In addition, in this chapter, we presented various options for the integration of public health
approaches into Ontario’s legal frameworks. A question relating to this issue is posed at the
end of this chapter at section 1, “Questions for Discussion”.

D. Health Care Decision-Making

1. Informed consent and advance care planning

Whether a choice needs to be made to provide treatment for palliative or other forms of care,
laws that regulate decision-making are an essential part of care during the last stages of life.

Ontario’s statutory framework for informed consent and advance care planning took shape fol-
lowing a monumental reform effort spanning the late 1980s and early 1990s.248 The regime that
resulted is extensive, intricate and nuanced. It reflects principles of dignity and integrity, and
it balances other principles that may conflict when making important choices about health
care matters, such as autonomy and safety from harm.
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At the core of Ontario’s regime are two statutes:

e The Substitute Decisions Act, 1992, which addresses decisions related to property
management and personal care, and identifies the appointment processes and
the duties of guardians and those acting under powers of attorney (POA).

e The Health Care Consent Act, 1996, which addresses consent to treatment,
admission to long-term care homes and personal assistance services for residents
of long-term care homes.

The LCO’s project on Legal Capacity, Decision-Making and Guardianship comprehensively
reviews the SDA and HCCA. In contrast, this project addresses narrow issues that frequently
arise for health care decision-making nearing the end of life. To address these narrow issues,
it is necessary to first set out key features of Ontario’s framework, which we briefly summarize
here: capacity and informed consent, substitute decision-making, advance care planning and
plans of treatment.

i. Capacity and informed consent

Capacity and informed consent are fundamental to Ontario’s legal framework for health care de-
cision-making. Persons who are capable have the right to make decisions for themselves and are
held to be responsible for those decisions. On the other hand, those who have been determined
to lack capacity in an area of decision-making or for a particular decision may lose the right to make
corresponding decisions: others will be responsible for making decisions on their behalf and can
be held accountable for how the decisions are made.?#?

Health care providers are required by law to obtain informed consent from a capable individual
or a substitute decision-maker prior to administering treatment, except in emergencies.?*° This means
that health care providers are not permitted to make treatment decisions on a patient’s behalf,
unless an emergency situation requires it.

The HCCA defines treatment generally as “anything that is done for a therapeutic, preventa-
tive, palliative, diagnostic, cosmetic or other health-related purpose” with some exceptions
set out in the legislation.?®' It also includes a course or plan of treatment.

Because determinations of capacity affect our autonomy interests, the HCCA codifies a clear
presumption that we are all capable of making treatment decisions for ourselves.?*? This pre-
sumption of capacity is reinforced by the entitlement that health care providers and others have
to rely on the presumption of capacity, unless they have reasonable grounds to believe that a
person is incapable.?>?

If a health care provider must assess a patient’s capacity, there is a statutory test to be followed.
This test is commonly referred to as the “understand and appreciate” test. It requires that a
person have the ability to understand information relevant to making a decision, and the ability
to appreciate the reasonably foreseeable consequences of making a decision (or of not making
a decision).?%*
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The focus of Ontario’s capacity test is on the functional requirements of a particular decision
and not on a particular diagnosis, the outcome of the patient’s decisions, or an abstract judge-
ment of abilities.?>> Moreover, a patient may be capable with respect some decisions but not
others, and his capacity may fluctuate over time.2*¢ For example, someone who is in the last
days of her life, may experience the periodic loss of consciousness as a result of her condition
or medications. She may be capable of making decisions about her treatment at certain times
but not at others.

For a capable person to consent to health care treatment, his consent must relate to a specific
treatment, be informed and voluntary, and must not be obtained through misrepresentation
or fraud. Under the HCCA, “informed consent” requires that information is provided on the
nature, expected benefits, material risks and material side effects of the treatment as well as
on alternative courses of action and the likely consequences of not having the treatment.
Informed consent also requires that the person receives responses to his or her requests for
additional information about those matters.?”

If a patient has been determined to lack capacity and a decision must be made, an SDM wiill
be authorized to do so in her place.

il. Substitute decision-making

“Substitute decision-maker” is a generic term that refers to a person who is authorized to make
decisions on someone else’s behalf. In this context, an SDM is a person who is authorized to
give or refuse consent to treatment on behalf of another person who has been found to lack
the capacity to do so.

Due to the time-sensitive nature of decision-making related to health care, the HCCA sets up
a simple system for determining the identity of an SDM where one is required. The statute lists
persons who may act as SDMs in descending order of preference, as follows:

1. The person’s guardian of the person, if the decision required falls within the
guardian’s scope of authority

2. The person’s attorney for personal care, if the decision required falls within
the attorney’s scope of authority

3. A representative appointed by the Consent and Capacity Board, if the decision
falls within the representative’s scope of authority

4. The person’s spouse or partner

5. A child or parent of the person, or a children’s aid society or other person
who is lawfully entitled to give or refuse consent in the place of a parent

A parent of the person who has only rights of access
7. A sibling of the person

8. Any other relative of the person (including those related by blood, marriage
or adoption).?8
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There are a number of terms used in the list above that require an explanation, such as “guardian
of the person” and “attorney for personal care”. Guardians of the person may be appointed fol-
lowing an application to the Superior Court of Justice. The procedures for such an application
are stipulated in the SDA.2%° An attorney is a person named in a power of attorney, which is a
legal document that an individual can use to authorize another person to make decisions on
her behalf in accordance with the SDA.26° The word “attorney” in this context should not be
confused with a “lawyer”.

Regardless of whether an SDM is authorized to make a decision under this hierarchical list as
a guardian, spouse or other type of individual, she must meet certain requirements. For in-
stance, an SDM must be capable with respect to the decision to be made, available and will-
ing to assume the responsibility.?' If no person identified through the hierarchical list meets all
of the HCCA requirements, the Public Guardian and Trustee must make the decision.26?

Once an SDM is authorized to make a treatment decision, he must follow steps that are required
under the HCCA to arrive at the decision. First, he must respect the prior capable wishes of the
individual, if those wishes are applicable to the circumstances and are possible.?®3 If the patient
expressed no prior applicable wishes while capable, then the SDM must make a decision in the
patient’s best interests, taking into consideration the following:

e The values and beliefs a person held when capable

* Other wishes expressed while incapable

e Whether treatment is likely to:
e improve the person’s condition or well-being
e prevent the condition or well-being from deteriorating
* reduce the extent or rate of deterioration

* Whether the person’s condition or well-being is likely to improve, remain the
same or deteriorate without the treatment

* Whether the benefit of the treatment outweighs the risks of harm

« Whether less restrictive or less intrusive treatment would be as beneficial as the
proposed treatment.264

SDMs are entitled to receive all of the information a patient would receive in order to give or
refuse informed consent through the above process.?®> Furthermore, prior to administering
treatment, health care providers are required to ensure that SDMs give or refuse consent in
accordance with the HCCA, including through this decision-making process.2%¢

Considering the range of wishes, values and beliefs that an individual may hold, and the various
conditions that a person may experience, SDMs may give or refuse consent to treatments that
produce very different outcomes that may be appropriate in a given case, including administering,
withholding or withdrawing life-supports.
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iii. Advance care planning

Advance care planning is a process that involves a patient identifying a future SDM for himself,
and/or a patient sharing wishes, values and beliefs that an SDM must interpret when making
decisions on his behalf.

The LCO has adapted the definition of advance care planning used by the HPCO Health Care
Consent Advance Care Planning Community of Practice as follows:

Advance Care Planning (ACP)

The Substitute Decisions Act, 1992 and Health Care Consent Act, 1996 govern ACP in Ontario. ACP is a process
that involves the mentally capable patient:

1. IDENTIFYING his/her future SDM, by either

a. Confirming his/her satisfaction with their default/automatic substitute decision-maker in the SDM
hierarchy list in the HCCA (presented above)

OR

b. Choosing someone else to act as SDM by preparing a power of attorney for personal care (the formal
written document, discussed above).

2. SHARING HIS/HER WISHES, VALUES AND BELIEFS through conversations with the SDM and others that
clarify her/her wishes, values and beliefs, and more generally how he/she would like to be cared for in the
event of incapacity to give or refuse consent (e.g., What is quality of life to the patient? What is important
to the patient with respect to his or her health?)

ACP does not constitute consent to treatment. Except in emergencies, health care providers must always ob-
tain consent from an individual or SDMs prior to administering treatment, even if the individual has engaged
in ACP. Obtaining consent is a continuous process that must precede every treatment. When substitute con-
sent is required, known wishes, values and beliefs service to guide the SDMs’ decision-making process. Be-
cause a person’s wishes, values and beliefs may change over time, later wishes expressed while mentally
capable prevail over earlier wishes.

ACP can be initiated and reviewed at any time, not just at end-of-life.2¢”

Readers may be familiar with terms, such as advance directive, living will or advance care plan.
These terms are not legally defined in Ontario law.268 Although they are used commonly, they
are borrowed from decision-making regimes in jurisdictions outside Ontario, including Canadian
provinces and foreign jurisdictions.2%°

In those jurisdictions, these terms may refer to documents that can be used to instruct a health
care provider to administer treatments directly when a patient becomes incapable, without first
obtaining consent from an SDM. Ontario law, however, requires that health care providers always
obtain consent - even where a patient has engaged in advance care planning or has documented
wishes.?70

LAW COMMISSION OF ONTARIO 53 MAY 2017



The LCO'’s project on capacity and decision-making reviewed the HCCA'’s existing requirements
for consent to treatment and found that

The HCCA strikes a careful balance on these issues.... This emphasis on the role
of the SDM in conveying and interpreting the prior capable wishes and in providing
consent as particular issues arise differs in important ways from the status in other
jurisdictions where “advance directives” may bindingly speak directly to the treating
health practitioner.?”

In that project, the LCO did not recommend amending Ontario’s laws on the process for obtain-
ing consent and advance care planning. Furthermore, the LCO agrees with the HPCO community
of practice’s statement that using terminology, such as advance directive, “may cause confusion
and misrepresentation of [health care consent] or ACP. It is suggested that these terms should
not be used when referring to advance care planning to avoid confusion”.?’? (Additional con-
siderations related to advance care planning are discussed in section 6.B).

iv. Plans of treatment

Under the HCCA, the definition of “treatment” includes a plan of treatment. A plan of treatment
is defined as a plan that is developed by one or more health care practitioners to deal with health
problems that are present or likely in the future given the person’s current health condition.?’3
Plans of treatment provide for the administration of various treatments or courses of treatment,
including the withdrawal and withholding of treatment, in light of the person’s current health
condition.?”4

As treatment decisions, plans of treatment require informed consent. Therefore, as with all consent
to treatment, patients must be able to access the information necessary to make a decision
within the context of their existing condition. Plans of treatment reflect the fact that “the HCCA
limits consent to treatment to time-limited and contextualized decisions, grounded in the patient’s
current health condition”.?’®

Plans of treatment should not be confused with advance care planning. Because plans of treatment
require informed consent, both patients and SDMs can consent to a plan of treatment, whereas
only a patient himself can engage in advance care planning.?’¢ (Withdrawal and withholding
of treatment are discussed in greater detail in section 6.C.3).

2. Issues for the LCO’s project
In comprehensively reviewing the SDA and HCCA, the LCO’s project on Legal Capacity, Deci-
sion-Making and Guardianship addresses significant questions in this area, which we may apply

in the project, but do not reconsider. Some of the recommendations in that project include the
following, among others:
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» Creation of official Guidelines for capacity assessments under the HCCA

* Strengthening the role in this area of professional educational institutions and
of the health regulatory colleges in providing training and education, as part
of their quality assurances initiatives

« Amending the HCCA to allow individuals to exclude a particular individual or
individuals from appointment under the hierarchy set out in that statute

* Creation of a central clearinghouse for information for SDMs and persons
directly affected by the law

e Strengthening the provision of information under the HCCA to patients and
SDMs.?77

There are two major issues that stakeholders brought to our attention for this new project.
The first issue concerns whether a “package” of informational supports and practice tools can
be designed to promote decision-making about common end-of-life treatments that is mean-
ingful and consistent with the law (see chapter 6.D). We briefly introduced this topic earlier in
the discussion paper at section 2.B.

The other issue concerns who has legal authority to decide whether a person is offered or re-
ceives life-saving or life-sustaining treatment. There are ongoing debates about whether SDMs
or health care providers ought to decide these matters for an incapable person when, in the
health care provider’s opinion, life-supports would be of little or no “beneficial” value. These
debates raise very sensitive issues about quality of life, rights to autonomy in decision-mak-
ing and the security of patients who cannot make end-of-life choices for themselves. The LCO
examines them in chapter 6.B.

The LCO commissioned two expert research papers on these subijects for this project and
one for the capacity and decision-making project. Their findings were incorporated into
ch. VI of this discussion paper. They can also be found online here:

http://www.lco-cdo.org/en/last-stages-of-life.

E. Medical Assistance in Dying
1. State of the law on medical assistance in dying

In the Supreme Court’s 2015 decision in Carter, the Court found that criminal sanctions against
physician assisted dying under the Criminal Code violate the Charter in certain circumstances.
The Court found that physician assisted dying is available to competent adults who consent
to the termination of life and who have a grievous and irremediable medical condition that
causes enduring, intolerable suffering to the individual.?’8

The Court suspended its declaration of invalidity of the Criminal Code provisions for 12 months.?”°
Following a change in government at the federal level, the new Liberal government was granted
a request to extend the suspension of the Supreme Court’s declaration of invalidity, which
expired on June 6, 2016.28°
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i Federal developments

Prior to the Supreme Court’s decision coming into effect, the federal government introduced
a Bill in Parliament to regulate “medical assistance in dying”.28" The term “medical assistance
in dying” (MAID) is now preferred in Canada’s policy landscape because it recognizes that, in
practice, this service is being delivered in teams of health care providers, not only by physicians.

The federal Bill, An Act to Amend the Criminal Code and to Make Related Amendments to
Other Acts (Medical Assistance in Dying), became law in late June 2016. Therefore, there was a
period of adjustment and limited availability of physician assistance in dying before the federal
legislation was passed. We discuss the implications of this period of adjustment after setting
out the new legislative scheme, below.

Under the Criminal Code, medical assistance in dying can be delivered in two ways:

1. A physician or nurse practitioner can administer a substance that causes death
to a person at that person’s request.

2. A person can self-administer the substance obtained with a physician or nurse
practitioner’s prescription.

The Criminal Code exempts individuals involved in the process from criminal liability, including
the physician, nurse practitioner and anyone who does anything to aide them.?®? |t exempts
anyone who aids the patient to self-administer at the patient’s request.?®3 Furthermore, it
protects pharmacists who dispense associated medications with a valid prescription.284

The Criminal Code also now explicitly sets out eligibility criteria, procedural requirements and
safeguards against abuse. Persons who are eligible for medical assistance in dying must be en-
titled to Canadian health insurance, be at least 18 years old, make a voluntary request, give in-
formed consent and have a grievous and irremediable medical condition. A “grievous and
irremediable medical condition” is further defined to limit eligibility to persons who are dying
- which is to say that their natural death is “reasonably foreseeable”. This criteria excludes indi-
viduals who may suffer as a result of physical or mental conditions, but who are not dying. The
Criminal Code describes grievous and irremediable harm as follows:

Grievous and irremediable harm medical condition

A person has a grievous and irremediable medical condition only if they meet all
of the following criteria:

(a) They have a serious and incurable illness, disease or disability;
(b) They are in an advanced state of irreversible decline in capability;

(c) That illness, disease or disability or that state of decline causes them
enduring physical or psychological suffering that is intolerable to them
and that cannot be relieved under conditions that they consider to be
acceptable; and

(d) Their natural death has become reasonably foreseeable, taking into
account all of their medical circumstances, without a prognosis necessarily
having been made as to the specific length of time that they have remaining.

LAW COMMISSION OF ONTARIO 56 MAY 2017



The other eligibility criteria mentioned above (i.e., informed consent and age) mean that children
under 18 cannot receive medical assistance in dying, nor can persons who do not have legal
capacity for health care decision-making. There is no provision for substitute decision-making
for medical assistance in dying. A further requirement for consent immediately before receiving
the service also restricts individuals from making a request in advance through an advance care
planning document that would become effective if the person became incapable in future.?8>

In light of these particular considerations, the federal government is following through on
commitments made on behalf of the Ministers of Justice and Health to initiate the independent
review of issues relating to requests by mature minors..., to advance requests and to requests
where mental illness is the sole underlying medical condition.?®® The government announced
on December 13, 2016 that they have engaged the Council of Canadian Academies (CCA) to con-
duct independent reviews related to these specific types of requests for medical assistance in
dying. As part of the review process, the CCA will consider evidence from national and inter-
national experts, other levels of government, health care providers, and stakeholders impacted
by the issues under review. The studies will be completed within two years and will be made
available to Parliamentarians and the public by December 2018.2%7

As for procedural issues and safeguards, the Criminal Code now contains several interrelated
provisions. Among other requirements patients must

* be informed of alternative means to relieve their suffering, including palliative
care, before giving consent

* make the request in writing before two independent witnesses

* obtain the opinion of two independent physicians or nurse practitioners that
they satisfy all required criteria

« wait 10 days before receiving medical assistance in dying (unless their death
or loss of capacity is imminent)

* be given another opportunity to withdraw immediately before receiving the
service and, at that time, express consent again.?®®

Finally, the Minister of Health will make regulations respecting the collection of information relating
to medical assistance in dying requests for the purposes of monitoring the practice.?®® After five
years, the Act will be reviewed by a Parliamentary committee that is also mandated to report
on the state of palliative care in Canada.2?°

il. Ontario developments

The federal government’s action on medical assistance in dying is a skeletal framework that
serves to create a “carve-out” or exemption to the Criminal Code - it does not speak clearly
to the pathway that individuals and providers follow when it comes to accessing provincial
health care services on the ground. Therefore, the provinces have supplemented the federal
legislation with measures to enable medical assistance in dying as a publicly funded service.
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In Ontario, MAG and the MOHLTC have worked together to clarify that patients should consult
directly with their health care providers about medical assistance in dying and, in turn, health
care providers should consult their regulatory colleges about any rules, guidelines or practices.?”
Each of the health regulatory colleges most affected (physician, nurses and pharmacists) has
disseminated related policies to guide their members.??2 The MOHLTC is also making various
informational services and template forms available for ease of access.??®* Other groups are
also helping develop materials. For instance, the Joint Centre for Bioethics at the University of
Toronto created a MAID Policy Template. The Template assists Ontario health institutions as an
aid to local planning and seeks to operationalize the ethical principles of accountability,
collaboration, dignity, equity, respect, transparency, fidelity and compassion.2°4

On the question of conscientious objections, the College of Physicians and Surgeons has af-
firmed that physicians must not abandon patients who have requested medical assistance in
dying: an effective referral must be made in a timely manner. Similarly, the College of Nurses of
Ontario has stated that nurses who conscientiously object must transfer the care of a client who
has made a request for medical assistance in dying to another nurse or health care provider
who will address the client’s needs. MOHLTC has established a telephone Clinician Referral
Service to support physicians and nurses who conscientiously object to fulfil this obligation.?®>
The MOHTLC also recently committed to establishing a “care coordination service” to assist
patients and caregivers in accessing additional information and services for MAID and other
end-of-life options, with further information to follow in early 2017.2%¢ As for institutions, the MOHLTC
has asked that objecting institutions make their policy known to members of the public. But,
at the time of writing, the ministry was still investigating how conscientious objections might
work in long-term care homes, which are required by law to provide end of life care.

In addition to these non-legislative measures, on May 10, 2017, the government of Ontario
passed Bill 84, the Medical Assistance in Dying Statute Law Amendment Act, 2016.2°7 Bill 84
aligns with the federal MAID legislation (Bill C-14, An Act to amend the Criminal Code and to make
related amendments to other Acts (medical assistance in dying)), to address areas relevant to
MAID that fall under provincial jurisdiction.

e the Coroners Act and the Vital Statistics Act, mandating that the physician or nurse
practitioner who provided the medical assistance in dying shall give notice of the death
to a coroner, and clarifying that the Coroner does not need to sign the medical certificate
of death for MAID deaths unless the Coroner investigates the death

e the Excellent Care for All Act, clarifying that MAID may not be used as a reason to deny
a payout on insurance or other benefits, and providing immunity from proceedings for
damages to physicians, nurse practitioners, and any other persons assisting them in the
lawful performance of MAID

e the Freedom of Information and Protection of Privacy Act and the Municipal Freedom
of Information and Protection of Privacy Act, to protect the identities of clinicians and
institutions that provide MAID from being disclosed pursuant to an FOI request

* the Workplace Safety and Insurance Act, ensuring that a claim made under the WSIA
where the worker received MAID would be determined based on the illness or disease
for which the worker was determined to be eligible to receive MAID and not another
cause of death.

LAW COMMISSION OF ONTARIO 58 MAY 2017



How the LCO’s consultation process will address Ontario’s rapidly evolving legal regulatory
scheme for MAID is outlined in sub-section 3, “Issues for the LCO’s Project,” below.

2. Areas of continued debate

The LCO is aware that there are several points of contention on the state of the law that continue
to be debated. The most visible areas of debate include the following:

« Whether advance requests will be permitted.

 Whether persons with medical conditions will be eligible if their death is not
reasonably foreseeable (e.g., persons with disability and mental illness who
are not dying).

* What the referral process should be for conscientiously objecting individual
and institutional providers.

* Whether enhanced safeguards will be put in place to protect persons who
may be incapable, suffer from suicide ideation or otherwise vulnerable to the
undue influence of others.

There are several sources of information that put these points of contention into context.

First, following the Carter decision, but prior to federal legislation, a number of expert reports were
commissioned and delivered at the federal and provincial levels over the course of 2015 and
2016.2°8 These reports made various - sometimes congruent, sometimes conflicting - findings
on regulating medical assistance in dying. Specific topics addressed in these reports include
advance requests, conscientious objection and eligibility criteria. Debates surrounding conscien-
tious objection have also been taken up in the expert academic literature. Legal professionals
are actively considering the constitutional ramifications of balancing freedom of religion and
conscience with patients’ equitable access to care.??®

Another source for these continued debates is Parliament itself. During Parliament’s consideration
of Bill C-14, the Senate made or suggested amendments to the Bill that would permit broader
eligibility criteria for medical assistance in dying as well as advance requests. Legislative debates
among parliamentarians were highly divisive and publicized in the media.3°°

Additionally, there is also a small body of case law that provides information on these issues.
During an interim period before federal legislation was passed, persons were permitted to apply
to a superior court to exercise their constitutional rights to medical assistance in dying.**' This
court process was used in at least seven cases in Ontario and the results are not entirely consistent
with legal frameworks that have emerged since. For instance, based on the Carter decision, the
Ontario Superior Court of Justice found that persons need not have a terminal or life-threatening
illness.302

Last, the LCO is aware there has been considerable advocacy within the disability community

to alter standards for consent through the implementation of “vulnerability assessments” along
the course of the service pathway. Notably, the Canadian Association of Community Living (CACL)
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published a report claiming that certain groups are vulnerable to making requests that are not
“well-reasoned” due to risk factors, such as stigma, inducement and coercion, social isolation,
chronic mental iliness and suicidal ideation.>%® A notable concern of advocates, such as CACL, is
that a spectrum of alternative supports be improved to mitigate the desire for medical assistance
in dying - from palliative care to mental health supports and secure housing.

At the core of most areas of debate, listed above, are fundamental tensions, namely between
rights to equality in access for all persons who are suffering intolerably, on the one hand, and
a concern for safeguarding persons who may be vulnerable to involuntary requests, on the
other. The concern for safeguards extends not only to people who are capable and vulnerable
due to their social circumstances, but also to those who become incapable having bound
themselves in the past through an advance request. While some argue that advance requests
should be available in the event of capacity, others believe that individuals cannot predict future
wishes accurately enough to bind themselves to a fatal decision.

The LCO is aware that there are several ongoing or intended Charter challenges to the new leg-
islation as well as to regulatory college guidelines on the referral process for objecting clinicians.

3. Issues for the LCO’s project

In chapter 1 of this discussion paper, we explained that the LCO has sought to avoid duplica-
tion with ongoing government efforts in this project in the area of medical assistance in dying
(see ch. 1.C, “The project scope incorporates ongoing developments”).

The actions taken, initiatives proposed, and measures introduced by the federal and provin-
cial governments in December 2016, as outlined above, indicate the kind and scope of issues
which will be subject to government regulation, the legislative process, and continued gov-
ernment leadership in 2017 and likely even into 2018. This greatly clarifies which issues the
LCO should address in this project as complimentary to or beyond the scope of these gov-
ernment initiatives. Outside this scope of proposed legislation, the LCO has heard about sev-
eral additional issues related to MAID. These include questions related to:

e transitions between care settings to receive MAID
e conscientious objection to the provision of MAID services in long-term care
e appeals of capacity determinations for persons requesting MAID, and

e policies and practices that could be put in place to preempt or resolve
disputes arising from the above.
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F. Resolving Health Care Disputes

Death, dying and bereavement are highly emotional and important experiences for everyone
involved - patients, family, friends and health care providers, alike. It is not surprising then that
disputes arise in these circumstances and, when they do, that disputes can have serious reper-
cussions on everyone’s well-being.

There are several avenues of recourse to resolve conflicts in Ontario. In this section, we briefly
summarize administrative law procedures that have been put in place to deal with disputes in a
streamlined fashion in the health care system.

As explained below, the LCO’s project considers whether additional policies and practices could
be introduced to either preempt or resolve disputes prior to engaging these existing processes.

1. Disputes regarding decision-making

The Consent and Capacity Board was established as an independent, expert administrative
tribunal with jurisdiction over issues raised by the HCCA (along with issues under statutes,
such as the SDA and MHA).3%* The CCB may hear applications relevant to this project that
seek to,

* review a health care provider’s finding that a patient is incapable of making
treatment decisions3©>

e appoint a decision-making representative to make decisions about health
care treatment3°6

e obtain permission for an SDM to depart from the prior capable wishes of a
person who lacks capacity3®’

e determine whether an SDM is acting in compliance with the requirements of
the HCCA as to how decisions must be made3°®

* receive directions to clarify the HCCA’s application with respect to a decision.3°®

In practice, the majority of applications that the CCB addresses are challenges to capacity
determinations with respect to treatment under the HCCA, and to findings that an individual
should be admitted or remain at a psychiatric facility on an involuntary basis under the MHA.31°
Nonetheless, reported CCB decisions demonstrate that it does also hear applications concern-
ing treatment decisions at the end-of-life.

A study of CCB decisions concerning the determination of a patient’s best interests in end-of-
life situations identified a number of prominent themes.3" In such cases, health care providers
typically suggested that life-sustaining treatments be withdrawn, while the patient’s SDM dis-
agreed.’? Among other findings, the study emphasized, “SDMs frequently relied on their own
values and religious beliefs in their interpretations of best interest, and that [providers] focused
primarily on clinical condition of the patient”.3"
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For the LCO, findings about the substance of CCB decisions offer a reliable way to understand
the types of disputes taking place in Ontario, and we refer to them throughout the discussion

paper.

Different individuals can initiate the CCB review process depending on the type of application.
For instance, a health care provider can apply to determine whether an SDM has complied
with the rules for decision-making under the HCCA, if he believes the SDM has not.>* Health
care providers and SDMs can also apply to the CCB for directions about an incapable person’s
treatment decisions.3"

The CCB has broad remedial powers, based on the application at hand, which may include af-
firming an SDM’s decision, appointing a representative to make a treatment decision under the
HCCA or substituting a different decision about an incapable person’s treatment.? In the area
of end-of-life treatment decisions, the CCB has made a variety of findings on what decisions
would be in a patient’s best interests, taking into account the HCCA’s requirements for deci-
sion-making on an incapable person’s behalf and the facts of the case.’” (Further discussion
of decision making over life-sustaining practices is found in section 6.C).

The CCB prioritizes expeditious resolutions: hearings must commence within seven days of an
application and decisions must be rendered within one day of the conclusion of the hearing.3®
Decisions of the CCB may be appealed to the Superior Court of Justice.3™

2. Disputes regarding the quality of services and supports

Disputes about the quality of care provided in the last stages of life routinely arise in two main
circumstances. First, patients or their supporters may allege that they received substandard
services in terms of quality (i.e., improper treatments, lack of communication). Second, individ-
uals applying for government-funded services that are administered at home or in the community
through the CCACs may appeal a refusal to provide them with the level or type of services they
requested.

Until recently, two administrative tribunals were the avenues of recourse in these situations, the
Health Professions Appeal and Review Board and the Health Services Appeal and Review
Board. However, the Ontario government has also established a Patient Ombudsman who is
intended to “help meet the needs of patients who have not had their concerns resolved through
existing complaint mechanisms”.32° We discuss these in turn below.

i Regulatory college complaints and the Health Boards

Under the Regulated Health Professions Act, 1991, regulatory colleges are required to maintain
complaints procedures for members of the public who allege they received substandard care.3?
For instance, the College of Nurses of Ontario explains that its complaints procedure is designed
to address concerns including the failure to provide adequate care, inadequate documentation
and unsafe medication administration.32?
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Complaints to the regulated colleges are reviewed by specialized committees and may involve
a combination of alternative dispute resolution, investigations and hearings.3?* These processes
may result in a variety of remedies if the complainant is successful, such as a caution, discipline
or an order to undertake actions.

If the complainant or health care provider wishes to dispute the resolution of a complaint, they
can apply to HPARB. HPARB has a mandate to review health college committee decisions on
a number of grounds. It also has powers to confirm the decision, refer the matter back, make
recommendations, or require the committee to do things within its jurisdiction, such as requir-
ing the health care provider to take remedial action.*?* Decisions of HPARB may be appealed
to the Superior Court of Justice.3?>

HSARB plays a similar role as an administrative tribunal; however, its mandate involves re-
viewing determinations made by agencies acting under 12 different statutes (that do not in-
clude the regulated health colleges).’?¢ In terms of matters relevant to this project, HSARB
reviews decisions of approved agencies under the Home Care and Community Services Act,
1994 regarding eligibility for and the amount of community services (such as the CCACs). It
also adjudicates appeals of OHIP decisions respecting eligibility for coverage and payment
for services under the Health Insurance Act.3?” HSARB’s authority depends on the legislation
under which it is operating.

Both HPARB and HSARB are regulated under the Ministry of Health and Long-Term Care Appeal
and Review Boards Act, 1998, and respective Rules of Practice and Practice Directions.328

As with the Consent and Capacity Board, the health boards provide insights into the types of
disputes arising in the last stages of life. HPARB, in particular, has heard a significant number
of cases relating to palliative and end-of-life care.>?® Complaints in those cases relate to delays
in providing palliative care, failures to consult family memlbers about transferring a patient to
palliative care, and failures to communicate the risks of harm associated with treatments.33°

One of the areas of high dispute also occurs when health providers allegedly issue “Do-Not-
Resuscitate” (DNR) orders without obtaining informed consent from a patient or SDM.3% Con-
sidering that this issue could be dealt with as a matter of capacity and decision-making law,
there appears to be some overlap in the cases that individuals bring to the CCB and the health
boards (by way of the regulatory college complaints procedures).

Compared to the CCB time frames, proceedings at the health boards can be somewhat longer.
HSARB must hold a hearing respecting home and community services within 30 days after the
appeals process begins and must make a decision within three days of the hearing.?*? More gen-
erally, the health boards resolve over 80 per cent of cases in less than one year.?33 In the LCO’s
capacity and decision-making project, we did hear from stakeholders, however, that complaints
procedures within the regulatory colleges can be time consuming, and those procedures must
conclude prior HPARB'’s review.334

In either case - the CCB or the health boards - the LCO has also been told that appeals to the

Superior Court of Justice can be costly, difficult to understand and last for extended periods.
Therefore, the time between bringing and finally resolving a dispute can be unpredictable.
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il. Patient Ombudsman

The Patient Ombudsman is a recent addition to Ontario’s health care system and there is little
information currently available to understand its role and effectiveness. The Patient Ombuds-
man was formally established through a 2014 Bill amending the Excellent Care for All Act, 2010.3%
The position was filled and publicly announced in December 2015.3%6

At a general level, the provincial government’s action plan for the health system, Patients First:
Action Plan for Health Care, explains that the Patient Ombudsman will “help people who have
an unresolved complaint about their care at a hospital, long-term care home or Community
Care Access Centre”.3%” Under the Act, a “patient” is defined to include patients of hospitals,
residents of long-term care homes and clients of the CCACs as well as the substitute decision-
makers for any of those individuals if they are incapable with respect to treatment or another
matter.338

The Patient Ombudsman’s powers and responsibilities include,

e responding to complaints from patients and caregivers about the patient’s
health care experience at a health sector organization, which includes
hospitals, long-term care homes or CCACs

e investigating a health sector organization in response to the complaint or on
her own initiative

* making recommendations to a health sector organization that is the subject
of an investigation

* making reports to the MOHLTC on her activities and annual recommendations,
and providing reports to LHINs as appropriate.33°

The Act explains that, following a complaint, the Patient Ombudsman will work with the complainant,
the health care organization and, potentially, the relevant LHIN to facilitate a resolution. After
attempting to facilitate a resolution, the Patient Ombudsman can also conduct an investigation
of the complaint, which could result in recommendations to the health care organization.34°

However, the Patient Ombudsman might not respond to all complaints. Should she determine
that the complaint relates to a matter falling within the jurisdiction of another body, she can
refer the complaint to that other body.?* The Government of Ontario’s public announcement
of the first Patient Ombudsman also characterizes her role as responding to “unresolved” com-
plaints.®42 As a result, it is not clear at this time what formal and informal avenues of recourse
patients and caregivers will be required to access before engaging the Patient Ombudsman,
including the CCB, regulatory colleges and health boards.
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3. Issues for the LCO’s project

More than any concerns about existing avenues of recourse, during the LCO’s consultations we
heard when it comes to disputes in the last stage of life, there is a need for alternative dispute
resolution (ADR) mechanisms that can be accessed prior to initiating administrative procedures.

Expediency and usability are critical assets for dispute resolution processes in this area of the
law, especially when end-of-life decisions and services are at stake.

Stakeholders told us that the majority of disputes are actually resolved in a person’s care setting
through good communication practices between health care providers, patients and SDMs.
Health facilities, such as hospitals, may also have internal policies and procedures to resolve
escalations in conflict that bring in third parties, including ethicists, chaplains and legal counsel.
These procedures can offer a low-cost and non-adversarial means of resolving issues.

However, the LCO is aware that there are various critigues of these existing processes, and we were
asked to investigate other possibilities for ADR to standardize, simplify and increase access to
conflict management (see chapter 7.B).

It is possible that the Patient Ombudsman might provide a means to fill the gap between informal
complaints to health care facilities and administrative procedures. The LCO will keep updated
on progress respecting the Patient Ombudsman’s mandate and implementation, and address
related issues in this project.

We also note here that, aside from our review of ADR, this discussion paper does also review
topics that could minimize disagreements by getting to their source, such as clarifying the law
surrounding the withdrawal and withholding of treatment (see chapter 6.B), and accommoda-
tions and supports for faith and cultural communities (see chapter 6.G).

Please also note that the LCO’s capacity and decision-making project made recommendations
concerning the CCB and the increased use of mediation, and we will rely on our work in that
project here.

G. Specific Laws Affecting Care in the Last Stages of Life

The LCO’s project examines specific laws, policies and programs in Ontario that intersect with
but are separate from the regulatory framework for the health care system. Although we address
these in detail in the following chapters, a few examples are provided here.

An example of a law affecting care in the last stages of life that the project examines is the Em-
ployment Standards Act, 2000. Previously, we mentioned that caregivers are eligible for serv-
ices and supports in the health care system through the CCACs and community support
services, such as respite care and counselling, if they are available. In addition, the Employment
Standards Act, 2000 permits caregivers and other family members to take protected leave
from work for stipulated periods of times.3*3 Under these provisions, individuals are entitled to
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take time to care for others without losing their employment. The LCO’s project considers whether
the Act’s entitlements, coupled with other benefits, are sufficient to give caregivers and family
members the supports they need (chapter 5.D.1).

Health care providers are also protected from work-related concerns under the Occupational
Health and Safety Act.3** Presently, these protections are fairly limited to particular types of
hazards in the workplace, such as unsafe physical environments and harassment.**> However,
providing for the mental health of workers is a developing area.3*¢ Protections from the mental
health effects of high-risk jobs are actively being considered by the Ontario government.3*® The
LCO’s project considers whether health care providers who work regularly with patients and their
supporters could benefit from a similar expansion of occupational health and safety legislation
to address the emotional repercussions of their work situation (chapter 6.F).

A final example of a distinctive law that the LCO reviews is the Vital Statistics Act.3>*® There are
many determinants that affect a person’s place of death. One potential contributor of a legal
nature is the efficacy of procedures to certify that a person has died of expected causes in the
home. Funeral services routinely require receipt of a medical certificate of death before they
will agree to transport the body of a person who has died away from the home. However, there
are frequent administrative complications and delays that arise in this process that may cause
suffering for grieving families. As a result, the LCO was informed that the Vital Statistics Act,
which regulates associated issues, could need to be refined (chapter 6.E).

Ontario has proposed amendments to six existing statutes in order to provide clarity
specifically in relation to MAID, including the Vital Statistics Act. See the discussion
above at section 4.E.1.

Lastly, it is also worth recalling that this paper considers laws that cut across sectors, such as
the Charter, Human Rights Code and Regulated Health Professions Act, 1997 (which we intro-
duced in chapter 3, above).

H. List of Statutes the LCO’s Project Considers

The remaining chapters of the discussion paper analyze issues to be addressed in the project.
For a comprehensive list of these issues, we invite you to refer to the Table of Contents.

Below, you will find a list of statutes that we review to a greater or lesser extent, depending
on the issues being addressed:

1. Accessibility for Ontarians with Disabilities Act
2. Canadian Charter of Rights and Freedoms

3. Cancer Act

4. Constitution Act, 1867
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5. Constitution Act, 1982

6. Coroners Act

7. Employment Standards Act, 2000

8. Excellent Care for All Act, 2010

9. Home Care and Community Services Act, 1994
10. Health Care Consent Act, 1996

1. Human Rights Code

12. Law Society Act

13. Local Health System Integration Act, 2006
14. Long-Term Care Homes Act, 2007

15. Occupational Health and Safety Act

16. Regulated Health Professions Act, 1991

17. Retirement Homes Act, 2010

18. Substitute Decisions Act, 1992

19. Vital Statistics Act

I. Questions for Discussion

4. Legislation governing health care, housing, employment, professions, and
other areas intersects with the last stages of life - what gaps exist that
would benefit from greater certainty or clarity?

5. Should a public health approach to palliative care be integrated into Ontario’s
regulatory framework, and how would it look on the ground?

6. The LCO has identified several areas where medical assistance in dying
could be clarified, including transitions in care, conscientious objection,
and appeals of capacity determinations. Are there other additional issues
to consider?
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A. Introduction

Ontario is committed to equality in access to quality care in the last stages of life, regardless of
factors such as age, sexual orientation and identity, socioeconomic status, culture, ethnicity and
place of residence.

The type of care required to address the needs of any one individual or group differs. Never-
theless, laws, policies and programs should be sufficiently flexible to address diverse experiences
in @ manner that is consistent with rights and principles established under the Constitution
and Human Rights Code, among other legal frameworks.

This chapter reviews the experiences of communities that face particular barriers accessing care
in the last stages of life. It begins with an overview of the issue and a reminder about relevant
legal frameworks (see also chapter 3.C). Then, it provides select examples of communities with
unmet needs in Ontario.

B. Difficulties Achieving Equality in Access to Care in Ontario

Recent government reviews of palliative care confirm that Ontarians suffer marked disparities
in accessing quality care in the last stages of life. For instance, the Declaration of Partnership
(Ontario’s vision for palliative care), the Auditor General report on palliative care, and the Fraser
Report identify inequalities based on a variety of factors.

The Auditor General’s report highlights that, in many ways, Ontario’s difficulties achieving equality
arise from the lack of a systemic approach to identifying persons who might be eligible for pal-
liative care and the unequal distribution of services across regional LHINs. By way of example,
the Auditor General found, “Because eligibility for and supply of palliative care services varies,
patients who qualify for services in one area of the province may not have access to similar
services in another area”.34°

The LCO is aware that the OPCN will be addressing systemic barriers relating to Ontario’s decen-
tralized institutional framework and the standardization of eligibility criteria, which may go a long
way in bridging disparities in access. Furthermore, as recommended by the Auditor General, the
Ontario government is developing a province-wide strategy.3>°

However, a range of other complex factors contributes to inequality in access. These factors
overlap with issues surrounding basic eligibility and coordination, but they reflect the diversity
in experiences that must also be accounted for within any standardized approach.

There is a dynamic relationship - sometimes tension - between standardized approaches and
ensuring a level of customization that meets the unique needs of individuals, families and
communities. For example, palliative care recognizes a set of core principles for treatment and
accompaniments as well as the necessity of person- and family-centred approaches in each
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specific case (see section 4.C.1). Consistent with “personalization” in palliative care, the LCO also
believes that care in the last stages of life must respond to Ontario’s diverse communities.?%

The Fraser Report raises awareness about the place of diversity in achieving equality in access.
It relates information that stakeholders told the government and which mirrors what the LCO
learned in our own consultations. According to Fraser,

If we were to take only one idea away from our province-wide consultations about
palliative care, it would be that not all Ontarians have the same access. The barriers
are many and diverse. They range from system fragmentation to geography to
challenges providing culturally sensitive care.3%2

Fraser describes various communities affected by disparities in access, and he conveys a message
that the LCO also heard repeatedly: Ontario should seek to respond to diverse communities with
unmet needs. In his words,

Participants told us, time and again, about the importance of ensuring that all
patients have access to culturally appropriate and safe palliative and end-of-life
care, including those from urban, rural and remote communities, and including
various cultural faith and linguistic groups, vulnerable populations (e.g., people who
are homeless, have mental health or addiction issues), people with disabilities
and Indigenous communities.

We also heard that the approach to palliative care should be tailored to each
unique community.3>3

Not unlike the Fraser Report and Auditor General’s report, the Declaration of Partnership
acknowledges there are groups that are underrepresented or marginalized in the current system.
Furthermore, in that document, partners including the Government of Ontario, LHINs and
community organizations, positively committed to “[p]rovide more equitable access across all
population groups”.3>*

These and other documents attest to Ontario’s recognition of and commitment to achieving
equality in palliative care, and the LCO believes that any future strategy should further such
existing commitments. Additionally, from the LCO’s perspective, equality should go beyond
access to palliative care to include medical assistance in dying (as defined by law) and, also,
certain social and legal benefits that could achieve just outcomes for the many communities
affected by death and dying. For instance, ensuring caregivers receive support when providing
informal services to persons who are dying would fit within our broad understanding of equality
for persons affected by this area of the law and, generally, our definition of access to justice.

The following table lists communities that have been identified as having unmet needs in doc-
uments including the Fraser Report, Declaration of Partnership and Auditor General’s report.
It should be apparent from this table that, collectively, these communities represent a significant
proportion of Ontarians.
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To illustrate the need for customized care, we give examples of difficulties that at least some
communities encounter later in the chapter.

FIGURE 5: Ontario’s Communities with Unmet Needs

e (Caregivers, and other family and friends e First Nations, Inuit and Métis peoples

e Older adults with serious frailties e Faith and culturally diverse communities

e Persons living in long-term care * Newcomers to Canada

e Persons living in retirement homes e Persons living in correctional facilities

e Francophone persons  Persons living with HIV/AIDS

e Person for whom English is not a principal e Persons with mental health issues and addiction
language

* Persons experiencing homelessness  Persons living in rural and remote areas

e Persons with disabilities e LGBTQ persons

e Children and infants » Persons with low income

To illustrate the need for customized care, we give examples of difficulties that at least some
communities encounter later in the chapter.

C. Legal Frameworks Relevant to Communities with Unmet Needs

Chapter 3 of this discussion paper reviewed foundational laws applicable to care in the last
stages of life, including the Constitution, Canada Health Act, Excellent Care for All Act, and Human
Rights Code. Each of these laws speaks to issues of equality in access to care in the last stages
of life for persons who are dying and their supporters.

We previously explored equality rights under s.15 of the Charter, which requires that public funded
services be provided without discrimination based on grounds including age, sexual orientation,
ethnic origin, religion or disability. Section 15 of the Charter may require that governments
take steps to accommodate individuals and groups that suffer discrimination up to the point of
undue hardship. However, claims to services that are not already within the basket of publicly
funded health care may not necessarily be successful, since medicare coverage under the
Canada Health Act and OHIP is intended to be a partial plan.
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A Note on “Equality” and “Equity”

In the legal field, we use the term “equality” to describe rights to services without dis-
crimination.

This term recognizes that discrimination may be intentional or an effect of global
measures. Therefore, equality does not always mean the “same” services for everyone,
because standardized services may effectively discriminate against those who have
unique needs.

Equality recognizes that positive steps to address discrimination may be required to
achieve dignity and participation for all.

The concept of “equity” in the health care sector is aligned with the LCO’s understanding
of “equality”.3%

As mentioned previously in chapter 3, the Ontario Human Rights Code provides similar equality
protections to s.15 of the Charter, but while the Charter applies to government, the Code also
applies to the private sector, and it covers health services and facilities.

Policies and other guidance documents drafted at the Ontario Human Rights Commission (OHRC)
elucidate how equality should be interpreted under the Code. The OHRC has disseminated
policies on grounds that may be relevant to how care ought to be provided to Ontario’s diverse
communities in the last stages of life. Their policies address

e creed and religious observances,

e gender identity and expression,

* sexual orientation,

* mental health disabilities and addiction,
* language,

* racism and racial discrimination,

* age (for older adults), and

e disability.3%6

Some OHRC guidance documents refer directly to accommodations in the health care sector.
For example, in the OHRC policy on creed, the Code is interpreted as requiring “inclusive design”,
which “means being aware of differences that characterize people from Code protected groups
when making design choices to avoid creating barriers”.3” In that policy, the OHRC provides
the example of creating a “multi-faith prayer/reflection room for persons of diverse faiths to
observe their creed beliefs and practices” in a health facility.3%8
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Thus, the duty to accommodate as a matter of equality relates not only to the removal of overtly
discriminatory barriers, such as obstructive infrastructure for persons with physical disabilities.
Rather, it is intended to promote the full participation, dignity and citizenship of all Ontarians, and
to foster their diversity. The OHRC explains,

The goal of accommodation is to help everyone have equal opportunities, access
and benefits... The duty to accommodate stems, in part, from a recognition that
the “normal ways of doing things” in organizations and society are often not “neutral”
but rather may inadvertently disadvantage, privilege or better meet the needs of
some groups relative to others. Instead of giving special privileges or advantages,
accommodations help to “level the playing field” by ensuring that all Ontarians are
equally included and accommodated.

“The Ontario Human Rights Code is meant to foster a society which will allow diver-
sity to flourish...”3%°

Accommodations under the Charter and Code do, nevertheless, have their limitations. We
mentioned the limitation on claims that allege new programs should be funded to improve
the condition of specific groups that go beyond discrimination within the medicare basket of
services. Another limitation is the requirement that individuals or groups belong to recognized
“grounds” for equality. These grounds are listed in the Charter and Code, and analogous grounds
may be recognized by courts.36° We listed examples above (e.g., race, disability, age).

To the extent that some of Ontario’s communities with unmet needs in the last stages of life may
hold rights associated with these grounds, the Charter and Code could provide a persuasive
rationale for improving access to quality care. The LCO’s role as a law reform agency does not
involve assessing the relative merits of any particular community’s equality claims. Nonetheless,
we do often recommend systemic changes to existing law and policy frameworks that we believe
could potentially advance equality.

For those communities that do not hold rights under a recognized ground or who might not
be eligible for services because they exceed the law’s definition of non-discrimination, there
are other rights and principles that may be instructive. These rights and principles sometimes
overlap with a flexible understanding of equality, and they form part of the LCO’s definition of
access to justice.

By way of example, s.7 of the Charter protects individuals from criminal sanction against medical
practices that deprive them of rights to life, liberty and security of the person. Section 7 cases
have expressly supported rights for persons with terminal illness and chronic disease. These
include rights to make decisions about medications that alleviate the effects of illness and
rights to security from interference with one’s physical and psychological integrity.®®' In Carter,
the Supreme Court affirmed that concerns about autonomy and quality of life can be treated
as liberty and security rights.362

In sum, legal rights and principles that are relevant to communities with unmet needs in the
context of death and dying include the following:
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e The right to equality (Charter, s. 15)

e The right to life, liberty and security of the person (Charter, s. 7)
* The right to freedom of conscience and religion ( Charter, s.2)

* Indigenous and treaty rights (Constitution Act, 1982, s.35)

* Universality in the terms and conditions to access insured health services under
provincial plans (Canada Health Act, ss.7(a), 10)3%3

» Accessibility of insured health services that is reasonable, free of financial or
other barriers, and free of discrimination (Canada Health Act, ss.7(e), 12)364

* High quality health care that is accessible, appropriate, effective, efficient,
equitable, integrated, patient centred, population health focused, and safe
(Excellent Care for All Act, 2070, Preamble).

Similar to our approach to equality rights, the LCO’s project does not evaluate claims to services
based on the above rights and principles. However, we do believe Ontarians should have equi-
table access to care, and that it might be inconsistent with existing rights and principles if only
some communities have access to crucial public services nearing the end of life. Therefore, along
with the LCO’s own Framework Principles (see chapter 1.B), established rights and principles
inform our approach to law reform, and we take them into account in this project.

In next section, we mention rights and principles when they relate to our examples of communities
facing challenges with this area of the law. For the most part, however, we simply describe the
experiences that stakeholders told us about, recognizing that certain communities might benefit
from tailored laws, policies or programs.

D. Examples of Communities with Unmet Needs

It should be clear from our review so far that Ontario is home to many distinctive communities
that might benefit from a tailored approach to care. The reasons are complex, involving our
Constitutional history, demographic trends, persisting discrimination and interrelated factors.
At a high level, we consider the following factors as contributing to the importance of addressing
particular needs in a nuanced, responsive manner:

* Dying, death and bereavement affect everyone
» Ontario is a province with a rich tradition of diversity

e Faith, cultural and other values, beliefs and practices have a strong bearing
on how we define quality care

 Communities interact differently with the health care system, and sometimes
their needs are underrepresented in standardized approaches.

Given the extensive variation in affected individuals and communities, we can provide only a few
examples of communities with unmet needs.
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Some were chosen as examples due to deficits in research and awareness. For example, we are
mindful of the OPCN'’s plans to improve palliative care across Ontario’s geographic regions, and
we have not presented them here. We have also funded external papers on LGBTQ persons,
and older adults with serious frailties and their caregivers. These are found on our website at
www.lco-cdo.org. Furthermore, we address faith and cultural issues in a separate chapter because
they permeate the experiences of nearly all communities (ch. VI.G).

For a list of these and other communities identified as having unmet needs in Ontario, please
see the table on page 73. We also invite you to tell us about any other communities that the LCO
should be considering during our consultations for the project.

Finally, the LCO acknowledges that the discussions below provide only partial information on
the challenges that communities face. This chapter is by no means exhaustive; it is intended to
provide helpful illustrations that we can build upon as the project proceeds.

1. Caregivers, and other family and friends

During the LCO’s background consultations, we heard that caregivers who support persons
nearing the end-of-life, and other family and friends, desire improved services during the course
of illness and after a person has died.

i Caregiver supports

Caregivers play in indispensable role in Ontario’s health care system. They provide wide ranging
assistance across care settings and substantially supplement publicly funded services.?¢> Studies
show many caregivers perceive their role in a positive light, as a reciprocal process that benefits
them and the persons they support.36¢ However, there is also reliable evidence demonstrating
that negative health, social and financial repercussions of caregiving are common.3¢”

The Change Foundation’s 2016 report, A Profile of Family Caregivers in Ontario documents the
many impacts of caregiving. For instance, it shows that juggling caregiving and work can have
a destabilizing effect on employment.36® Many caregivers report feelings of worry, anxiety,
fatigue, depression, loneliness and being overwhelmed.?*¢° Almost 1in 10 caregivers also report
financial hardship resulting from their responsibilities including borrowing money, using savings
and selling their assets.37°

Presently, caregivers living in Ontario may possibly be eligible for four forms of support:

Protected leave from work in designated circumstances
Financial support from federal Employment Insurance (EI)
Respite care delivered through the provincial health system

NN

Income tax credits.
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The Employment Standards Act, 2000 protects employees from losing their job when they take
leaves of absence to care for family members, persons “like a family member” or in emergencies.’”
The provisions governing leave are quite complex because there are several types and each may
depend on factors, including relationship, prognosis and length of employment.

Leave is also limited by a maximum number of weeks within a period of time. For example, under
one type of leave called “Family Medical Leave”, employees are entitled to take up to eight weeks
to care for an individual who has a significant risk of death within a period of 26 weeks. If the
person does not pass away within that 26 week period, employees are entitled to another leave
of up to 8 weeks, but only in a subsequent 26 week period.3”?

A consequence of existing requirements is that caregivers may exhaust their entitlements or
may not be able to take leave without interruptions. Interruptions can be especially pronounced
where the underlying condition causes ups and downs over a lengthy period of time. Conti-
nuity in leave for the actual time it takes to care for persons who are ill can therefore be diffi-
cult.>”® Furthermore, while Ontario’s protections were recently expanded,*”* they do not match
protections for federally regulated employees. Under the Canada Labour Code, a type of pro-
tection similar to Family Medical Leave entitles employees to an additional 20 weeks.3’>

For employees who are able to take leave, the Employment Standards Act, 2000 does not
guarantee pay. Ontarians may be eligible for federal El benefits, including the “Compassionate
Care Benefit”.?’6 Since El is aligned with federal leave entitlements, these benefits may be avail-
able for 26 weeks.?”” That said, the LCO has heard that because they are linked to job-status,
caregivers may not be eligible if, for instance, they have not accumulated sufficient work hours,
are self-employed or are precarious employed. Furthermore, benefits are only available to
caregivers of persons with a significant risk of death or critically ill children - they neglect to
include other chronic conditions.3’8

Short-term respite provided through the health system and income tax credits are other
sources of caregiver support.®”? On the whole, however, stakeholders told the LCO that exist-
ing caregiver benefits in Ontario are inadequate. The Fraser Report documents similar senti-
ments with respect to current levels of home care (which could offset the need for caregiving),
respite services and financial compensation.38°

The LCO is aware that community organizations in Ontario are advocating for a caregiver allow-
ance, separate from employment regimes.*®' In Canada, Nova Scotia provides such a benefit in
the amount of $400 per month.*82 The UK and Australia also provide a spectrum of financial
allowances for caregivers as well as statutory protections for “flexible” working arrangements.

In addition, the UK and Australia have legislation that specifically defines “carer”, and central-
ized gateways for informational supports (i.e., online portals and call-centres).’®* One of the
challenges for caregivers identified in the LCO’s consultations is Ontario’s lack of such formal
recognition of caregivers as a unique beneficiary group, which could improve the coordination
of dedicated services and supports.
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il. Grief and bereavement services

Aside from direct supports for caregiving activities, persons who are caregivers, and other
family and friends, have expressed the need for improved grief and bereavement services.

The Declaration of Partnership accepts that grief and bereavement care are a core part of the
vision for palliative care in Ontario. Access to grief and bereavement supports are listed among
the document’s priorities for action and it calls upon the LHINs and regional palliative care
networks to ensure that appropriate support is available before and after a person dies.38>

Generally speaking, in Ontario counselling and psychological care are not covered by public
health insurance, unless they are provided by psychiatrists (because they are medical doctors)
or offered through government-funded hospitals, clinics and programs.38 There are many pas-
sionate and committed organizations that coordinate volunteering programs to help family
and friends work through their experiences, and these often receive some public funding.3®’

However, stakeholders informed the LCO that communities require better capacity to provide
the supports they strive to offer. As it is now, services are fragmented and psychological sup-
port has not been adequately integrated into palliative care. We were informed that, as a re-
sult, Ontario effectively has a “two-tiered” system for therapy, divided between those who can
pay for private services and those who cannot.

We also heard the ESA provides insufficient leave to face the challenges arising after a person
dies, such as arranging a funeral and managing grief. For instance, under Family Medical Leave,
employees cannot remain on leave after the last day of the week in which the person dies.388

The Fraser Report strengthens many of the LCO’s own findings. While he highlights innovative
programs in the province, Fraser also remarks,

According to participants, families would benefit from stronger supports for antic-
ipatory grief, loss and bereavement, including information, ongoing support groups
and counselling services at all stages of care.38

2. Persons living in long-term care homes

Challenges in the delivery and receiving of palliative care in long-term care homes was a perva-
sive theme repeated by numerous concerned individuals throughout the LCO’s consultations.

Long-term care homes are internationally recognized as an important setting for palliative care.3?°
While the vast majority of residents are older persons, they are also home to persons with dis-
abilities and persons with serious health conditions that require constant access to care. As the
Ontario Long Term Care Association explains,
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Nearly all (97.4%) of people in long-term care have two or more chronic conditions
that have seriously compromised their health. More than six in 10 (62%) have
Alzheimer’s disease or another dementia that has progressed to the point where
they can no longer live at home or in a retirement home. Most residents are seniors,
with more than half over the age of 85.3%

Long-stay residents will almost always spend their final days there, and about one third of resi-
dents die each year.39?

It is a fundamental principle of Ontario’s long-term care system that these are homes. The
Long-term Care Homes Act, 2007 (LTCHA) emphasizes that these settings must be operated
in a way that respects the dignity, security, safety and comfort of their residents, and must
meet not only their physical, but also their psychological, social, spiritual and cultural needs.323
Ontario’s statutory framework includes a number of provisions aimed at providing holistic
supports and services to persons at this stage of life:

* For each resident, there must be a written plan of care, based on an assessment
of the resident and her or his needs and preferences, and addressing all aspects
including medical, nursing, personal support, social, restorative, religious and
spiritual care;3°4

e Every long-term care home must have a program addressing religious and
spiritual practices;3°

* Homes must apply interdisciplinary approaches.3%

As mentioned before, the Long-Term Care Homes Act, 2007 requires licensees to train all staff
who provide direct care to residents on palliative care.®®” Licensees also have a statutory duty
under the Regulations to “ensure that every resident receives end-of-life care when required
in @ manner that meets their needs”.3%

Nevertheless, several stakeholders have indicated that persons residing in long-term care could
benefit from an approach to care that more fully draws on and includes palliative care models.

The literature and our background consultations show that consistent, quality palliative care is
not available in many long-term care homes.3*° We heard that, despite improvements, residents’
pain and symptoms are often left untreated,*°° transfers to hospital at the end-of-life are still
too frequent, and death and dying are “hidden” rather than discussed as a normal stage in life.*®
These concerns point to regulatory and implementation barriers in the province that, it appears,
research and policy are only beginning to address.

For example, one concern raised during our consultations relates to the identification criteria for
palliative care. Stakeholders informed the LCO that there is a conceptual and practical divide
between care for elderly persons who are “aging into death” with serious frailties, including
comorbidity and dementia, and care for those who have been diagnosed with terminal or other
life-limiting illnesses. Although there are prognostic tools available to assess frailty for clinical
purposes, frailty has yet to be fully incorporated into eligibility for palliative care.*%?
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Other concerns relate to the lack of precision in regulatory requirements for palliative care and
implementation issues. Long-term care homes are required to ensure that legislated staffing
and care standards are met, and to create written staffing plan that provides for a staffing mix
that is consistent with residents’ assessed care and safety needs.*%3 However, research indicates
that most homes in Ontario do not have formal palliative care strategies or programs, and
staff does not receive adequate education (especially personal support workers (PSWs) who
provide most front-line care).*%* Instead, the focus of care is on daily maintenance.*°®* The LCO
was informed that existing staffing levels, and performance and reporting requirements also
do not account for residents’ needs nearing the end-of-life.#°¢

The LCO heard that, above all, such challenges result from the need for a “culture shift”. This shift
would move the health care system as a whole to greater recognition of the value and importance
of the long-term care system. It would also re-orient the long-term care sector itself around the
recognition that residents are increasingly older, frail and vulnerable persons with very complex
medical needs, who could benefit from both higher levels and different forms of care, including
palliative care.

These and other difficulties addressing the needs of long-term care home residents at the end
of life can be summarized as follows:

* Imprecise guidance on how regulatory requirements for palliative care
should be implemented in long-term care homes’ policies, procedures and
accountability.

* Lack of recognition of seriously frail individuals, including the elderly, within
identification criteria for the palliative approach to care.

e As in the broader health system, attitudinal barriers to acknowledging the
prevalence of death and dying.

* Insufficient staff levels and appropriate education to support care at the end
of life.

e Lack of integration across long term care and health sectors.

e The need for an overall “cultural shift” based on the actual demographics of
long-term care home residents.

3. Persons living in retirement homes

Retirement homes are a privately funded care setting; however, residents have varying means
and are not necessarily affluent. At the same time, demand for retirement homes is increasing
in part because of the lack of available space in Ontario’s long-term care sector, and due to
increasingly stringent admission criteria.*®” Yet retirement homes are not subject to the same
level of scrutiny as long-term care homes and their residents do include vulnerable persons.
As the Advocacy Centre for the Elderly (ACE) explains,

Residents of retirement homes are a potentially vulnerable group as they are often

dependent on the institution that provides their care and shelter, in addition to the
fact that they are ‘out of sight’ and sheltered from public scrutiny.4°8
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The LCO has heard distressing accounts of the lack of higher level care and, specifically, pallia-
tive care in this setting. Under the Retirement Homes Act, 2010 (RHA), retirement homes need
only make two care services available to residents, directly or indirectly.*°® Care services are
defined under the Act to encompass a wide range of services from assistance with dressing
to the provision of meals.#® Therefore, unlike long-term care homes, retirement facilities can
but are not required to provide palliative and end-of-life care.

Aside from any limitations on facilities themselves providing care, the LCO received further
feedback from stakeholders that there are significant barriers to receiving external services in
retirement homes. For instance, we heard that service providers arranged through the CCACs
and palliative care providers have been refused access to residents’ apartments. Retirement
homes are also known to have evicted residents when they needed palliative care. This situa-
tion has arisen while residents are living in their units and also upon their admission to hospi-
tal following a health event. Retirement homes have prohibited residents from returning home
when they are discharged from hospital.*"

The RHA established the Retirement Homes Regulatory Authority, which oversees standards,
licensing, inspections, investigations and enforcement. Beyond this targeted legislation, retire-
ment homes are also governed under the Residential Tenancies Act, 2006 (RTA) because they
are private tenancies. Together, this statutory regime creates rights of occupancy that are not
always evident in residents’ lived experience.

Both statutes explicitly entitle residents to apply for and receive external care services of their
choosing in their homes. For example, the RHA reads as follows:

External care providers

(1) alicensee of a retirement home shall not prevent a resident of the home
from applying for care services from an external provider of the resident’s
choosing

(2) a licensee of a retirement home shall not interfere with the provision of
care services to a resident of the home by an external care provider.42

The Bill of Rights under the same Act and the RTA contain similarly clear guarantees.*®

However, retirement homes are permitted to apply to the Landlord and Tenant Board to evict
tenants requiring “a level of care that the landlord is not able to provide”.#* It should be noted
that it is the Landlord and Tenant Board who is mandated to make the determination of
whether an eviction order is appropriate; it is not at the landlord’s discretion.

Moreover, the Landlord and Tenant Board may only issue an eviction order where it is satisfied
that two criteria have been met:

1. Care services provided by the retirement home along with external services
provided in the home (such as publicly funded home and community care)
must be insufficient to meet the resident’s needs

2. Appropriate alternative accommodations must be available.*®
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Residents may thus have avenues of recourse open to them, including making an application
to the Landlord and Tenant Board if they are being unlawfully evicted as well as submitting a
complaint to the Retirement Homes Regulatory Authority.#®

But, in practice, retirement homes do evict residents or pressure them to leave without applying
to the Landlord and Tenant Board.?” We mentioned above that they have also prohibited residents
from accessing external services to which they are entitled (in general and prior to any eviction
order).

There are several resources available for residents and others seeking public legal education and
advice, such as the Advocacy Centre for the Elderly and Community Legal Education Ontario
(CLEO). Nonetheless, the LCO would like to know more about how compliance under the RHA
and RTA could be improved, residents’ rights better enforced and whether any legislative reform
would be beneficial.

4. First Nations, Inuit and Métis peoples

Health care for Indigenous peoples in Canada is in dire need of reform. Indigenous peoples are
affected by shorter life expectancy, higher rates of chronic conditions and distressing health
crises.*® Yet, they lack access to culturally appropriate, self-determined and safe services.*?

The Truth and Reconciliation Commission’s (TRC) Calls to Action lists a number of areas for
collaboration between Indigenous, federal, provincial and territorial governments to improve
health care in these circumstances. It calls upon them to

....acknowledge that Aboriginal health in Canada is a direct result of previous
Canadian government policies, including residential schools, and to recognize and
implement the health-care rights of Aboriginal people as identified in international
law, constitutional law, and under the Treaties.*?°

Over the past year, both the federal and provincial governments have pledged to invest new
funding into health for Indigenous communities.*?' Ontario launched the First Nations Health
Action Plan to ensure “access to more culturally appropriate care and improved outcomes”. 422

The action plan focuses on a number of critical priorities, including primary care, public health and
health promotion, senior’s care, and life promotion and crisis support.*?3 Initiatives that receive
increased funding in these areas could, possibly, devote some funds to palliative care.*?* However,
the action plan does not explicitly mention palliative care. The government has promised to
implement and review the action plan in partnership with Indigenous partners.4?®

There are extensive barriers to quality care nearing the end of life for First Nations, Inuit and
Métis persons in Ontario that must be overcome. In Ontario, Indigenous peoples receive a mix
of services delivered through complex arrangements involving federal and provincial funding
and services, and First Nations governments. The palliative care that any one individual receives
is highly dependent on factors such as status under the /ndian Act, place of residence within or
outside a First Nations jurisdiction, and the geographical location and resources of distinctive
First Nation communities.
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Given the Ontario government’s commitments to palliative care and, also, Indigenous health,
the LCO believes it is an opportune time to improve palliative care in a way that addresses dis-
advantages for Indigenous communities, including inequalities among those communities. To
that end, below we describe existing challenges that should be considered.

Needless to say, the LCO cannot speak for Indigenous peoples. In the confines of this discussion
paper, we can only describe a handful of barriers that have been already been reported.

These are examples of challenges that we would like to learn more about:

1.

Divisions between federal and provincial governments create a “gap” in
health care: The federal government regulates and funds health care for First
Nations peoples living on reserve.*?¢ At the same time, Ontario must deliver
insured services to everyone residing in the province.*?” Ambiguities arising
from this division of power have given rise to “gaps” in care for persons living
on reserve.*?® Recently, the Canadian Human Rights Tribunal recognized a
robust interpretation of “Jordan’s Principle”, which requires the first agency
that is contacted to pay for services for children living on-reserve and to
determine jurisdictional issues later.4?® Nevertheless, jurisdictional conflicts
affect the availability of palliative care, as special type of service, which we
review below.

Palliative care is inadequate for Indigenous peoples in Ontario: Federal
funding on reserve covers “essential health services”, which include home
and community care but not dedicated long-term or palliative care.*3°
Individuals living on reserve are eligible for provincial home and community
care services as well.*3 However, provincially funded services on reserve vary
and are often not available, especially in remote communities.*3? Indigenous
peoples located or living off-reserve can generally access the same services
as others in the province.**3 In these circumstances there may be cultural,
language and other social barriers to access (see below). Moreover, if individuals
have to leave their homes on-reserve to receive care for the last stages of life,
it can have detrimental effects for them, their family and community.434

The MOHLTC does fund Aboriginal Health Access Centres (AHAC), which
provide some palliative care on and off-reserve.*3> But overall, Indigenous
peoples’ access to palliative care is wanting.436

There are inequalities among persons living on and off-reserve, and across
First Nations communities: Inequalities in services between persons living on
and off-reserve can be gleaned from the two challenges presented above.*%’
These distinctions also affect First Nations, Métis and Inuit individuals differ-
ently, since only First Nations receive federally funded services on reserve in
Ontario. Although a recent Supreme Court case affirms that the federal
government holds obligations toward Métis and Inuit peoples under the /ndian
Act and fiduciary duties, these obligations do not extend to the provision of health
care.**® Additionally, the LCO has heard there are great differences in the
demographics, resources and capacities of various First Nations communities
across Ontario, depending on complicated factors (e.g., proximity to urban areas).**°
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4. Self-determination is an important part of health care: Health care is planned
and delivered in partnership with Indigenous governments and agencies. Each
reserve has a different arrangement for health care administration. For example,
some communities deliver health care through funding agreements between
the federal government and Band Council, while others do so in partnership
with regional Treaty organizations (e.g., Nishnawbe Aski Nation) or First Nations
Health Authorities.#*° The provincial AHACs are community-led and they
seek to promote self-determination: 60% of their professionals are Indigenous
individuals and they also employ traditional healers (for a total of 360
employees in 10 centres).*¥ Even so, the LCO heard that tensions arise in
existing governance arrangements, and there is a desire for enhanced self-
determination in Indigenous health care.

5. Cultural appropriateness is related to “safety” in health care: Cultural appro-
priateness is a goal for all care nearing the end-of-life. Cultural awareness and
the ability to provide competent care for Indigenous peoples is sometimes
referred to as “cultural safety”.442 Framing this issue as a matter of safety
captures the relationship between mainstream services and Indigenous experi-
ences of colonization, discrimination and oppression, which have continuing,
traumatic repercussions on multiple generations.#? There are certainly efforts
in Ontario to build cultural safety into care nearing the end-of-life.444 However,
there is no standardized guidance on cultural safety, and Indigenous beliefs,
practices and languages have not been well integrated or reinforced.**> For the
LCO, claims to culturally appropriate health care as a Treaty right and, also,
legal disputes about rights to traditional healing under the Constitution shed
light on the urgency of articulating the scope of cultural safety.44¢ We examine
cultural issues, including Indigenous cultural issues, comprehensively in chapter
6 of this paper.

As mentioned above, the TRC’s Calls to Action makes recommendations to improve Indigenous
health care. Recommendations include recognizing Indigenous healing practices, increasing the
number of Indigenous professionals working in health care, and providing compulsory educa-
tion on Indigenous history, rights, Treaties and practices, among others.4%

During our consultations, the LCO learned there are many promising palliative care initiatives
and pilots in Ontario that affirm Indigenous community mobilization and empowerment, such
as the Improving the End-of-Life Care in First Nations Communities project conducted with four
First Nations communities.*48

In addition to Indigenous persons’ lived experiences, would like to know more about how these
community-based programs and sources, such as the TRC report, might feed into ongoing work.
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5. Persons experiencing homelessness

Homelessness affects diverse individuals who are living in extremely vulnerable circumstances
- from persons affected by family violence staying in shelters and immigrants in temporary
accommodations to “unsheltered” persons living on the streets. Although definitions of home-
lessness do vary in scope, the Canadian Observatory on Homelessness defines the term inclusively
to describe

individuals or family without stable, permanent, appropriate housing, or the imme-
diate prospect, means and ability of acquiring it.4+°

There is a true continuum of situations covered by this term since “homelessness does not
discriminate on the basis of age, gender, sexuality or race”.#*° There are, however, groups that
disproportionately experience homelessness, including some of persons we mentioned above:

* Persons seeking protection from abuse

¢ New immigrants

e Persons with mental health issues and cognitive disabilities
* Persons with addiction

* Individuals relocating from institutional care (e.g., group homes, child protection,
mental health facilities, correctional facilities).

Persons living with a low income have less access to health services and worse health outcomes,
and these consequences are particularly evident among homeless persons.*> Homeless persons
may have overlapping conditions and, frequently, struggle with mental health issues. Yet there
are fewer resources available to address their intersecting physical, psychological and social
conditions, and the community has a higher morbidity rate than the general population.#>? It is
estimated that “[a]t the age of 25, men living in shelters, rooming houses and hotels are expected
to live, on average, until 42.3 years”.453

When it comes to palliative care, however, stakeholders told the LCO that standard services
are not conducive to reaching Ontarians experiencing homelessness and providing them with
quality care.

There are certainly barriers unique to different individuals and groups within this community;
however, there are also shared challenges. For example, most persons experiencing home-
lessness do not have a health card.*>* The lack of fixed address makes standard documents a
challenge and, in turn, impedes the ability to access the health system as a whole.*>> There are
also hospices that refuse to care for individuals without a permanent address or primary care
provider - two things that homeless individuals might not have.**¢ Even basic emergency serv-
ices and hospital care may be beyond reach.4%”

Persons experiencing homelessness also tend to have priorities that compete with their health

needs. Immediate necessities of life, such as food and shelter, often take precedence over
health care, which can lead to delays in seeking help or a lack of continuity in care.*%® Individ-
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uals may, for instance, be unable to make or keep appointments due to the transient nature of
living arrangements.**® Some individuals may also have difficulty obtaining prescription med-
ications and adhering to medical advice.46°

Moreover, the LCO heard that homeless persons suffer considerable prejudice, which affects not
only the quality of care they receive, but also has a chilling effect on their willingness to seek
out help.*8" We were told that health care providers often have trouble understanding or do not
support the lifestyle choices of some persons, which exacerbates the lack of contact with the
health system.

Other specific difficulties arising in this area include restrictive policies around drug use in care
settings for persons with addiction and, also, reliance on housing staff or social workers due to
isolation from family and friends.*62 But these are just a few of the impediments for this partic-
ular community.

The Declaration of Partnership recognizes that homeless persons are marginalized and require
a better government response.*®3 The Fraser Report also mentions homelessness and it cautions
health care providers to “be flexible when delivering care to: patients who are homeless who may
lack proper identification, health card or places for providers to visit...”.464 However, in Ontario,
there has been little effort made to bridge the gaps that affect this particular community. Initia-
tives to address their needs tend to be discrete and independent projects.*6>

These initiatives include “street nurses” as well as two projects that have garnered remarkably
positive attention and merit at least a brief mention: the Palliative Education and Care for the
Homeless (PEACH) program in Toronto, and the Mission Hospice Program in Ottawa.*6¢

PEACH is a community outreach program that brings palliative care to persons in various situ-
ations of homelessness through a mobile-shelter approach.*¢’ It consists of 60 physicians as
well as nurses who travel to shelters and drop-in sites to provide capacity building support to
staff and direct care. The program helps persons who may have had little to no regular contact
with doctors for years. It delivers early palliative care to persons no matter their stage of illness.*68

The Mission Hospice Program provides shelter-based palliative care to residents of the Ottawa
Mission.*®® The program uses a harm reduction approach for managing the particular needs of
residents with addiction who are receiving palliative care. It seeks to reduce drug-related harm
without requiring that persons with addiction stop their drug use. However, the program also
has strict rules in place regarding injections at the shelter, and ensuring that medications are
kept safe and administered solely by program staff.47°

In our upcoming consultations, the LCO would like to learn more about the possibilities for

leveraging initiatives, such as PEACH and the Mission Hospice Program, as well as for systemic
change.
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6. Persons with disabilities

The community of persons with disabilities has a strong tradition of advocacy for rights to full
citizenship and participation in society. The community has successfully gained recognition of
various accommodations and has eliminated certain inequalities arising from societal dis-
crimination under the Charter, Code, AODA and Services and Supports to Promote the Social
Inclusion of Persons with Developmental Disabilities Act.*”' Yet persons with disabilities continue
to advocate for the eradication of inequalities that persist in multiple areas, including care in
the last stages of life.

All individuals who are nearing the end of life are in a position of vulnerability. But this vulner-
ability is heighted for persons with disabilities. Some elderly persons may develop physical and
cognitive disability later in life and for those who experience disability prior to the onset of older
age, their functional health could further decline in their later years.4’?

The heightened vulnerability of persons with disability who are nearing death is attributable to
social factors including prejudice, marginalization, social isolation and substantial experiences
of abuse and neglect.#”® Vulnerabilities are especially felt by persons with diminished cognitive
capacity, who may not know their options, or face challenges communicating their needs and
concerns.#’# Unfortunately, discrimination and vulnerability serve as a barrier to quality care
because they limit the ability to gain services and, sometimes, to self-advocate.*’>

Lack of accessibility is another major barrier for persons with disabilities that affects admissions
to palliative care.#’® For instance, health providers may have difficulties identifying when per-
sons with disabilities are nearing the end of life.*”” Because persons with disabilities may have
understudied or unpredictable iliness trajectories, it can be hard to determine when a person
might transition to different types of care or settings.+’8

There are also known obstacles to the quality of care provided to persons with disabilities who
actually receive services. Persons with disabilities can have complex care needs which limit the
breadth of options available to them.*”? An individual who uses a wheelchair, for example, may
be restricted to facilities equipped with ramps or sufficiently wide hallways to accommodate
this assistive device.*®° Persons with disabilities that affect hearing, speech, reading, writing or
comprehension may also require supports for to overcome communication barriers.

Additionally, members of this community often have pre-existing relationships with the health
system that are characterized by distrust.*®' There is a long history of paternalism toward per-
sons with disabilities, including widespread institutionalization of those with diverse physical,
cognitive and communicative abilities in Ontario and elsewhere.*®2 As a result, institutional-
ization is viewed as the “worst case scenario” by many who would prefer to live at home with
support or in supportive housing with the addition of palliative care services.*83

The LCO has heard that transitions to long-term care for Ontarians with disabilities is a par-
ticularly sensitive area that merits attention. Stakeholders expressed concerns about the per-
ception that long-term care is a form of “re-institutonalization,” that long-term care homes
are often not equipped to deliver personalized care for those with complex needs, and that ex-
isting care services could be better enabled to adapt to the changing needs of persons with
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disabilities as they age. Some individuals are particularly underrepresented in terms of supports
for independent living, such as young persons with disabilities who may not fit into a system
geared toward older adults. Clearly, addressing these concerns require innovative partnerships
across Ontario’s health and social care sectors.

These and other difficulties addressing the needs of persons with disabilities who are nearing
the end of life can be summarized as follows:

* Lack of attention to the complex needs of persons with disabilities in the last
stages of life, including accommodations in facilities and access to palliative care

« Attitudinal barriers about persons’ abilities, including their capacity for treatment
decision-making

e Lack of supports for communication barriers

« Difficult relationships with the health care system arising from social discrim-
ination, including institutionalization

e Insufficient integration across health and social sectors.

There are select initiatives in Ontario that adopt a collaborative approach to address the concerns
of persons with developmental disabilities nearing the end of life. For example, the Ontario Part-
nership on Aging and Developmental Disabilities (OPADD) is a network of partners including
the MOHLTC, Ministry of Community and Social Services (MCSS) and medical facilities. OPADD
has a Transition Taskforce that works on achieving a continuum of care.*®*

The MOHLTC and MCSS also developed a joint protocol for persons with developmental dis-
abilities transitioning to long-term care, called the Long-Term Care Homes Access Protocol
for Adults with Developmental Disability.#®> The protocol is currently being revised; however, to
our knowledge it does not specifically address issues nearing the end of life, including palliative
care.

As with the other communities explored in this project, we hope to learn more about further steps
that might improve the dignity, participation and equality of persons with disabilities nearing
the end of life.

E. Access to Justice as a Matter for Law Reform

Insofar as fostering equality and access to justice nearing the end of life is a priority for the
LCO’s project, we must turn our minds to how this might be achieved, specifically, as a matter
of law reform.

In this chapter, we reviewed connections between legal rights and principles, and access to
services and supports. We showed that equality rights as well as other rights and principles
provide a rationale for responding to Ontario’s diverse communities in a manner that respects
their dignity, participation, equality and safety. (Previously in chapter 3.C, we also gave an over-
view of foundational laws in this area.)
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Furthermore, we summarized some of the government’s prior commitments to equitable pallia-
tive care, and feedback the Province has received from stakeholders requesting that a “tailored”
approach be used.

Taking into account all of these considerations, the LCO would like to know what Ontarians
believe our role is in making recommendations regarding communities with unmet needs.

For instance, the LCO’s project could recommend that the Ontario government’s palliative
care strategy, which is currently being formulated, adopt measures to ensure customized
approaches to care for specific communities with unmet needs. This might include that any
ongoing initiatives to standardize principles and eligibility criteria also account for persons
who are often not identified for palliative care, such as older adults with serious frailties and
persons with disabilities. We might include suggestions relating to the formal recognition of
caregivers within the palliative care strategy. Among other matters, we might also propose
that measures be adopted to ensure services are extended to care settings that currently
struggle to provide residents with equitable care, such as group homes, shelters and long term
care homes.

Another point of entry into law reform could consist of our assessing legal frameworks that
affect diverse communities for their inclusion of relevant provisions concerning the last stages
of life. For example, the LCO could analyze laws and policies within the provincial human rights
system to determine whether they provide adequate protections for communities that are
underrepresented in the health care system.

Finally, the LCO could intentionally focus on different communities to make targeted recom-
mendations about their unique circumstances, such as caregivers, persons experiencing home-
lessness, First Nations, Inuit and Métis peoples or others.

Our goal in suggesting these options is to add value to reports that have already been released
in this area - to take the next step in making recommendations that are responsive, concrete,
precise and implementable.

At this stage of the project, we simply ask that members of the public comment on these options

from a law reform perspective, so that we can refine our analysis in our consultations and,
eventually, our later reports.
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F. Questions for Discussion

7.  What are your experiences as a member or supporter of a community of
need going through the last stages of life?

8. What law reforms do you believe are needed for communities with unmet
needs, and how would such reforms be most effectively implemented in

law?

9. Are there any communities with unmet needs who are not identified in this
paper that the LCO should consider?
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A. Introduction

This chapter addresses specific areas of the law that could improve access to care in the last stages
of life through legal clarification, simplification or improved implementation. The chapter raises
many novel issues that Ontarians told the LCO are in pressing need of reform.

While debates about medical assistance in dying are highly publicized, the issues addressed
in this chapter raise equal concerns about autonomy, self-determination, beneficence and safe-
guards against abuse. The Supreme Court remarked in Carter that there is no reason to think
persons receiving some of the end-of-life practices addressed here “are less vulnerable or less
susceptible to biased decision-making than those who might seek more active assistance in
dying”.#86 |n fact, the practices reviewed in this chapter are more routine and widespread.

Decisions about whether to receive CPR, withdraw life support, or continue eating and drinking;
the availability of supports to ensure culturally safe care; and the legal options for planning
ahead - these are all issues that impact a great number of Ontarians.

In this chapter we examine them and others in the following sections:

Practice Tools for Consent and Advance Care Planning
Decision-Making Authority over Life-Sustaining Practices
Certifying Expected Deaths at Home

Regulating Palliative Sedation Therapy

Work Conditions of Supporting Professionals

mmoOoOo»

Accommodations and Supports for Faith and Cultural Communities.

Summary information about these issues has been presented throughout the discussion paper
so far, particularly in chapter 2.B, “Recent Debates about Rights Nearing the End of Life”.
Underlying legal frameworks relevant to these issues are also explained in previous chapters,
such as chapter 3, “The Law and Care in the Last Stages of Life”, and chapter 4, “Ontario’s Laws,
Policies and Programs”. Therefore, readers are advised to consult those chapters prior to con-
sidering the specific challenges presented here.

For ease of reference, we pose questions for consultation at the end of each section.
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B. Advance Care Planning: Developing Strategies and Tools for Effective Implementation
1. The central importance of health care consent and advance care planning

Person-centred decision-making is an essential process for ensuring quality care aligned with
a person’s preferences and values.

As the demand for care in the last stages of life increases, so too does the demand for ways
to plan for the future, and future decision-making. In Ontario, individuals can engage in a
process known as advance care planning. This can include the identification of who they want
to make decisions for them when they cannot, and can share wishes, values and beliefs to help
their substitute decision-maker with this role, a process known as advance care planning. Advance
care planning conversations, and the subseguent consent process, have been demonstrated
to improve patient and family satisfaction with end-of-life care.#®” Advance care planning is sit-
uated along a continuum with goals of care discussions and health care consent comprising
the person-centred health care decision-making process. In combination, these processes ensure
alignment between a patient’s values and treatment, lessen family distress, decrease hospi-
talizations and admissions to critical care, and decrease unwanted investigations, interventions
and treatments, among other benefits.*®® Moreover, advance care planning “Respects an incapable
patient’s right to self-determination in critical illness and end-of-life”.48°

Both in this project and in our project on Legal Capacity, Decision-making and Guardianship,
the LCO has heard widespread concerns about misunderstandings of the law, and shortcomings
in its implementation. In response to implementation challenges, many practice tools have
been created to help individuals, SDMs and health care providers implement the existing law
consistently and accurately. The LCO’s project seeks to clarify grey areas of the law that are
unsettled or contested, such as these. In addition, our project looks at the challenges of ef-
fectively implementing the current legislative framework.

2. Increasing demand for practice tools to plan for care nearing the end of life

Conversations about consent and advance care planning have become a cornerstone of
palliative care among community advocates and within care settings. Initiatives across many
jurisdictions, including Ontario, have been created to promote pre-planning, and health care
facilities have developed policies, practices and related forms to encourage (or require) patients
to articulate preferences for future health care.*%°

What We Mean by “Practice Tools”

In this project, we refer to the various policies, toolkits and forms for consent and
advance care planning that are being used in Ontario care settings as “practice tools”
because they are used to put the law of consent and advance care planning into practice.
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Although practice tools are about implementing the law, our use of this term does not imply
that existing practice tools accurately reflect Ontario’s legal framework. The LCO has heard that
there are pervasive challenges with practice tools, which result in confusion among health care
providers, the infringement of rights to consent and difficulties carrying out individual prefer-
ences about important life decisions.*®

The purpose of this section is to discuss challenges with existing practice tools for advance care
planning, goals of care and health care consent in Ontario, and to consider the possibilities for
supporting meaningful decision-making, and effectively implementing the law.

Until now, there was a lack of evidence on practice tools in Ontario. Therefore, the LCO commi
sioned an expert research paper on this topic entitled, Health Care Consent, Advance Care Planning
and Goals of Care Practice Tools: The Challenge to Get it Right.*%2

The authors of that report, Judith Wahl, Mary Jane Dykeman and Tara Walton conducted an
extensive review and assessment of practice tools in Ontario, and gathered new qualitative
information through interviews and focus groups. Their paper represents the most authoritative
resource on this subject in our jurisdiction, and we rely on it considerably in this section.

To read the full research paper commissioned by the LCO on decision-making practice tools,
please visit our website at www.lco-cdo.org.

3. Legal framework for consent and advance care planning

Chapter 4 of this discussion paper sets out the basic elements of Ontario’s legal framework for
consent, advance care planning and substitute decision-making under the Health Care Consent
Act, 1996 and the Substitute Decisions Act, 1992. This framework represents a careful balance
between needs for efficient decision-making for persons who lack legal capacity, the preservation
of patient autonomy, and the ability to respond to changing circumstances.

The LCO is aware that misunderstandings about Ontario’s decision-making laws are common
and we recommend that readers consult those parts of the paper before reading this section. That
said, here we do provide a brief summary of key aspects of the law and common misconcep-
tions that are essential to our review of practice tools.

i Processes for obtaining consent and the role of advance care planning

This summary is organized to show how the process of decision-making must take place under
the law. The laws that underpin consent and advance care planning emphasize that decisions
must always be specific to an individual’s present condition and circumstances. Furthermore,
framing decision-making as a process highlights the step-by-step approach that health care
providers and decision-makers are required to follow to arrive at a valid decision.

LAW COMMISSION OF ONTARIO 91 MAY 2017



The process for obtaining consent from a patient (or SDM, if the patient is incapable), is paramount
- it enables health care providers to deliver quality care, protects them from liability, ensures that
decisions are informed, and gives effect to the patient’s rights and preferences.

It is important to note that advance care planning is distinct from and instrumental to the process
of obtaining consent. It allows a person to either confirm the default SDM identified in the HCCA
or designate an SDM of his or her choosing, and to guide the SDM in making decisions that align
with the person’s wishes, values and beliefs. The SDM must exercise his or her judgment in apply-
ing those wishes, values and beliefs to the context of a specific decision. There may, for example,
be circumstances where an expressed wish is simply impossible to fulfill.

Advance care planning does not obviate the health care provider’s duty to always obtain consent
from a capable patient or SDM. In Ontario, health care providers must obtain informed consent
from a patient or SDM, before providing treatment, except in very limited cases of emergency.+%3

Health care providers must engage with patients to explain their health condition, discuss their goals
and consider the options for treatment. Informed consent from the capable patient is required
by law and is the first priority in the decision-making process. If health care providers have reason
to believe a patient is incapable, they must assess the person to determine incapacity before
turning to an SDM to make decisions on his or her behalf.4%4

When an SDM is authorized to make decisions on an incapable person’s behalf, he or she must
follow the procedure for decision-making set out in the HCCA. This begins with following the
person’s wishes expressed while capable, if they apply to the circumstances and are possible.*>
A person’s wishes may be expressed orally or in written form, such as a Power of Attorney for
Personal Care (POAPC). Later wishes, if expressed while capable, prevail over earlier wishes.4%
This underscores the importance of advance care planning as a means to guide SDMs in making
decisions on behalf of incapable patients.

If the person has no known prior expressed wishes that meet these criteria, then the SDM must
make decisions in the person’s best interests, taking into account a variety of factors, including
the person’s well-being, values and beliefs.4%”

Health care providers have a responsibility to give the patient and SDM all of the information
necessary for consent to be informed. The HCCA stipulates what types of information this in-
cludes.*?® Consent that is not informed does not constitute legal consent under the HCCA.

Finally, consent to treatment decisions can be obtained immediately before the treatment is ad-
ministered or through a plan of treatment. A plan of treatment is a plan that is developed by one
or more health care providers to deal with health problems that are present or likely in the future
given the person’s current health condition.*®® Plans of treatment provide for the administration
of various treatments or courses of treatment, in light of the person’s current health condition.>°°

Plans of treatment should not be confused with advance care planning. Because plans of treatment
require informed consent, both patients and SDMs can consent to a plan of treatment, whereas
only a patient can engage in advance care planning.>®
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il. Relationship of “goals of care” to the legal framework

Another central concept to the health care decision-making process is that of “goals of care”.
Health care providers may use the term “goals of care” to represent a framework that is relevant
to decision-making for the contexts of serious or critical illness. The language of goals of care is
not found in the HCCA or SDA, and there is variation among clinicians in understandings of the
overall purpose, expected outcomes and approach to goals of care discussions.>°2 The LCO has
been told that conflation of goals of care discussions with decision-making processes under
the law is resulting in confusion.

Dr. Jeff Myers, Dr. Leah Steinberg and Dr. Nadia Incardona explain that there are two main
“conceptual orientations” for “goals of care” discussions: treatment focused and person-focussed.
Treatment-focused approaches understand the purpose of “goals of care” discussions as elic-
iting treatment decisions, such as a transfer to palliative care or recording a wish not to receive
CPR in a plan of treatment.>%3 Person-focused approaches consider goals of care discussions
as having a conversation about a patient’s personal life preferences and goals for for their care
in preparing for subsequent legal decision-making.>4

In the first interpretation, goals of care discussions may be conflated with legal decision-making
under the HCCA and SDA because they are focused on reaching a specific treatment decision.
This confusion is understandable because other jurisdictions use the term expressly to denote
legal decision-making.>°> However, the LCO has heard that this definition could increase mis-
understandings about Ontario’s unique legal framework and thereby systemically undermine
informed consent.

In the second interpretation, goals of care discussions are not aimed at reaching a specific
treatment decision.®%¢ Instead, the focus is on identifying what is important to the patients, how
they understand their condition, and creating a deeper understanding between health care
providers, patients and SDMs about the relationship between care and achieving the patient’s
goals in alighment with their personal values. In this interpretation, goals of care discussions
aim to bring to bear a person-focussed approach to formulate meaningful preferences. These
preferences are the foundation for later discussions, which address specific decisions (and require
informed consent). In this sense, goals of care discussions can potentially improve informed
and person-centered decision-making. Myers et al. explain,

The purpose [of goals of care discussions] would be to prepare for decision-
making by gaining an appreciation of who the person is, how their values are reflected
in the goals he or she has for their care and how these align with both the clinical
picture and treatment approaches being considered. Elements of the discussion
may include an exploration of the person’s past experiences, hopes, values, pri-
orities, perception of quality of life and what he or she considers important. The
clinician clarifies what the person understands about the meaning of the current
condition, how the person would define and describe the goals he or she has for
their care (i.e. being able to do or experience something) as well as the meaning
and role for these goals.
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Approached in this way, the [goals of care] discussion enables a clinician to elicit
how the patient views his or her own clinical picture. It may illuminate misinforma-
tion and misunderstandings as well as any [goals of care] that are incongruent or
even incompatible with the clinical picture as it is understood by the clinician.5¢”

The authors of the LCO commissioned paper on practice tools for decision-making, Wahl et. al.,
favour the second interpretation of goals of care “as the best ‘fit’ for the Ontario legal frame-
work for health decision-making”.5%®¢ And the LCO agrees. Goals of care discussions can assist
both health care providers and decision-makers grasp what types of care should be considered
and proposed before seeking informed consent, in light of what is important to patients and
is possible to reach their goals:

Once information needs have been met and using a person-focused approach the
clinician understands the patient’s [goals of care], a decision-making discussion
can then ensue. This involves exploring which treatments and care decisions are
best aligned with these goals. Thus, person-focused [goals of care] discussions
are precursors and fundamental to decision-making discussions.>%°

While goals of care discussions have the potential to improve the quality of care nearing the
end of life, they are not /egal decision-making. Therefore, we suggest they should be seen as
a foundation for high-quality, informed consent under the HCCA and SDA.

ili. Implications of Ontario’s decision-making process for practice tools

The legal process for obtaining informed consent and engaging in advance care planning
conversations has several nuanced implications. Understanding these implications is necessary
to reviewing existing practice tools and considering whether these or new practice tools can reflect
the law.

As we explain later in this section, there are many practice tools that do not accurately reflect the
law due to misconceptions about the parameters of consent and advance care planning as well
as goals of care. The following five key implications of Ontario’s process for decision-making
should, therefore, be borne in mind as we move forward in the project:

1. Advance care planning conversations, goals of care discussions, and informed
consent are distinct processes that form a continuum

2. Advance care planning allows individuals to plan ahead for possible legal incapacity
to consent to treatment

e« Through advance care planning, individuals can confirm or identify their SDM for
treatment decisions

e Advance care planning enables individuals to articulate their values, wishes and
beliefs with respect to treatment
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3. Conversations about goals of care create a space to share information about a
person’s condition and to articulate person-centered life goals

e Discussing goals of care creates a foundation for later decision-making through
Ontario’s legal framework for informed consent

4. Within legal decision-making, consent is distinct from advance care planning

 Receiving consent from a legally capable person is the first priority for health
care providers proposing treatment

e Capable individuals must give or refuse consent themselves; decisional authority
cannot be delegated to an SDM or provider for a capable person

 Health care providers must presume a person is capable of making decisions
and determine that a person is incapable before turning to an SDM

5. Health care providers may obtain consent from the capable patient or their SDM (if
incapable) for a course of treatment by proposing a plan of treatment that is tied to
the person’s current health condition

6. Conversations with health care providers about information necessary to make a
decision are an integral part of the consent process

7. The decision-making process is dynamic and ongoing - consent is specific to a
particular decision and must be updated when new information becomes available.
An individual can change or withdraw their consent at any time.

A further implication of the process for legal decision-making is that individuals cannot bind
themselves to future treatments by drafting a “directive” to health care providers. The purpose
of advance care planning in Ontario is for the capable patient to delegate an SDM who would
give or refuse consent on their behalf that would be informed, contextual and aligned with
their preferences, should they become incapable.

In the LCO’s project on Legal Capacity, Decision-Making and Guardianship we reviewed pro-
posals to reform Ontario’s laws to permit directives for future care that are available in other
jurisdictions. However, the interim report suggests that Ontario’s legal framework strikes an
appropriate balance that emphasizes the role of the SDM in interpreting and conveying prior
capable wishes and in providing informed consent as particular issues arise.>"©

Consequently, any practice tools that could be used in Ontario should avoid relying on tools
in other jurisdictions that permit directives that purport to speak directly to health care
providers. Instead, the LCO believes any possible practice tools must align with the language
of the HCCA and SDA, and should promote consent and advance care planning as a nuanced,
dynamic and ongoing process.
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4. Challenges with existing practice tools for decision-making
i Practice tools being used in Ontario care settings

There are myriad practice tools that health organizations, ethicists and providers have created
or adapted from online and other sources that are being used across care settings. During the
LCO’s background consultations, stakeholders described practice tools as belonging to several
groups, including the following:

Types of “Practice Tools”

Levels of care forms: tick-box forms regularly used on admission to long-term care
homes to record preferences for interventions nearing the end of life based on stan-
dardized categories.

DNR Confirmation Form: official form created by the MOHLTC to instruct emergency
responders not to resuscitate a person residing in the community or long-term care,
when they are called into the situation. The DNR Confirmation Form has a narrow
scope and has no legal force in other situations.%'

DNR and No-CPR orders: recorded in a patient’s chart in hospital to document that
CPR is not indicated or that consent has been given to withhold CPR (see section C,
below, for disputes about legal authority to make these orders).

Advance care planning policies, guides, forms and kits: highly variable documents
that may be available online and used across all care settings.

Goals of care forms: forms relating to documenting goals of care that are often used
in the palliative care setting.

Packaged tools: usually containing information and forms on overlapping areas, such
as advance care planning, goals of care, and consent.

As the above list suggests, there is no single practice tool being used for consent and/or advance
care planning in Ontario. Rather, there are numerous tools that have been generated through
discrete initiatives. The LCO commissioned paper on this topic by Wahl et. al. reviewed and
assessed over 100 such practice tools.>? The practice tools they reviewed had different focuses
(e.g., consent, advance care planning, goals of care) with only 18 tools overlapping on two or more
areas.>™

There is “no one voice of ‘authority and no one ‘regulatory body’” that coordinates resources for
health organizations and providers.>™ Because the health care system is fragmented across sectors,
providers may receive inconsistent direction about how to prioritize and integrate consent and
advance care planning into their practice. As a result, “health care practitioners and others on

LAW COMMISSION OF ONTARIO 96 MAY 2017



the frontline occasionally receive mixed messages about what is a good practice in respect to
[health care consent, advance care planning and goals of care]”.>™ That is, the proliferation of
practice tools, as well as the inconsistencies among and frequent inaccuracies in these tools, have
the same roots: Ontario’s decentralized approach to this area, which leaves institutions and
professions searching for clarity and guidance.

We address specific problems with existing practice tools that flow from these concerns below.

il. Problems with existing practice tools

The LCO received comments from health care providers, ethicists, lawyers and community or-
ganizations about pervasive problems with existing practice tools in Ontario. We heard that
practice tools are being characterized as mandatory forms in many care settings, especially
long-term care homes, even though advance care planning is a voluntary process. The sheer
number of and inconsistencies in practice tools is cause for confusion and, generally, reduces
their credibility when shared across different care settings (for instance, when a “levels of care”
form is taken to hospital).

Additionally, we were told time and again that many practice tools do not accurately convey
the law of informed consent and advance care planning in the province - they are being pro-
posed as consent “directives” (which have no legal basis in Ontario), may ask SDMs to express
wishes on a person’s behalf, and list the wrong hierarchy of SDMs under the HCCA, among
other concerns.

The LCO commissioned research by Wahl et al., confirms there are many problems with prac-
tice tools through their empirical assessment of a large sample of documents and consultations.
We recommend that readers refer to their paper directly on our website for detailed information,
but highlight at least some of the challenges they observed below:

1. Lack of accuracy with respect to all elements of the law, especially informed
consent: Many practice tools contain legal errors about Ontario’s legal frame-
work.>® |n particular, they do not emphasize the priority of obtaining consent
as a dynamic and ongoing process that begins with engaging the patient. Most
practice tools do not explain the respective rights and responsibilities of health
care providers, patients and SDMs.>” Some list the SDM as the “next of kin”, rather
than follow the list of mandatory SDMs under the HCCA. Moreover, practice tools
may seek to have an SDM express wishes on the patient’s behalf, which is not
permitted by law.>®

2. Incorrect use of tools to obtain consent or to limit treatment options: Practice
tools are frequently used to obtain consent to treatment, including the withdrawal
and withholding of treatment, in a manner that resembles a “directive” to health
care providers.>® Practice tools are often used to solicit a specific outcome or
treatment decision (e.g., consent to no-CPR), rather than focusing on the decision
making process. However, unless the document is a valid plan of treatment (see
definition above), individuals cannot consent to future treatments; they can only
express wishes to be interpreted by an SDM should they become incapable.
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3. Missing connections between advance care planning, goals of care and informed
consent: There are crucial misunderstandings reflected in practice tools about
the intersection of advance care planning, goals of care discussions and informed
consent.>2° Currently, goals of care may be treated as consent or advance care
planning, when each should be considered separately, as part of a continuum.>?
Consent and advance care planning may also be conflated.>??2 This hampers the
appropriate use of practice tools and further compounds inaccuracies about the
respective roles of health care providers, patients and SDMs.

4. Reliance on documents obtained elsewhere: A treating health care provider is
responsible for ensuring that informed consent has been obtained. This includes
the responsibility to confirm consent that was previously expressed to another
care provider before being transferred elsewhere.>23 Practice tools are particularly
problematic where they are used to indicate a person has consented to with-
holding life-sustaining measures because the quality of information provided to
the patient cannot be ascertained and the circumstances may have changed.>4
An example is the misuse of DNR Confirmation Forms which are only intended for
emergency responders.>?®* These forms are a narrow solution to a practical problem
(to fill a gap in emergency responders’ scope of practice); yet they are being used
in hospitals as confirmation of DNR status on admission, which may not reflect
the person’s changed health condition and is simply not legally authorized.>%¢

5. Limited legal review: The involvement of legal professionals in reviewing practice
tools appears to be rare.>?” Ethicist and health care providers may be asked to
review documents or are retained to manage projects to develop tools, but lawyers
are not regularly retained or included as part of the teams.>?® Also, although long-
term care homes are required to have documents containing consent and advance
care planning matters certified by a lawyer to ensure compliance with the law,
this does not appear to consistently happen in practice.>?®* The MOHLTC inspec-
tion protocols for long-term care homes also do not appear to require specific
review of this requirement, although inspectors do look at regulated documents
when a complaint comes in or a concern is identified during a Resident Quality
Inspection related to resident charges or other concerns where a regulated
document is used.>3°

While there are other challenges associated with practice tools, the role of education about the
law is a final challenge that we draw attention to at this moment, reserving more discussion
of these issues to our conversations with members of the public in our dedicated consultation
phase.

We encourage you to contact us about your experiences with additional challenges with practice
tools that would add to our review.
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ifi. The role of education about the law

During background consultations to this project, as well as more extensively during the LCO’s
multi-year project on Legal Capacity, Decision-Making and Guardianship, there was a widespread
perception among stakeholders that misunderstanding of this area of the law is endemic at all
levels, and that this is causing significant and serious misapplications of the law.

Education is one response to this widespread misunderstanding, and many stakeholders have
emphasized the importance of more effective and extensive education in this area.

However, it is important to keep in mind that education, on its own, is not a panacea to resolving
the issue if the forms and tools that professionals are using are incorrect, if standard processes
do not include appropriate mechanisms for consent, or if there are systemic disincentives or
barriers to proper implementation of the law. That is, education is just one component of any
broader initiative to ensure effective implementation of Ontario’s laws for advance care plan-
ning and consent.

That said, a prominent theme in the LCO’s background consultations and external research is
the lack of education among health care providers and members of the public on advance care
planning, goals of care, and consent. Health care providers have been described as “having
basic knowledge” of these processes, “but not always recognizing the distinction between
these concepts”.>' Knowledge translation from concept to practice has been found to face
difficulties.>*? Incorrect or deficient practice tools can also drive inappropriate habits.

The LCO’s project on Legal Capacity, Decision-Making and Guardianship includes an examination
of education about the law, which we rely on in this project. Our interim report in that project
made thoroughly researched findings about gaps in education following multiple years of con-
sultations across the province. It also makes recommendations on solutions to remedy this
problem.

For ease of reference, below we provide you with an overview of key findings and draft recom-
mendations in that project, which are also relevant here.

To read more about the LCO’s project scope, please see ch. 1.C, “The project scope
incorporates ongoing developments,” and ch. 1.D.2, “Project development, research
and consultations.”

LCO'’s proposals affecting education about the law

The LCO’s Legal Capacity, Decision-making and Guardianship Interim Report found there is
insufficient education and guidance for providers who assess capacity for treatment decisions.>%*
A lack of clear standards under the HCCA, together with shortfalls in education within some
professions, has led to confusion and anxiety around assessments.>*> Furthermore, there is limited
awareness among many providers about their obligations to assess capacity and provide rights
information to patients whom they determine to be incapable.>®
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Taking into account these and other factors, the LCO proposed that official guidelines be devel-
oped for assessments under the HCCA. We suggested a number of basic principles and procedural
rights to be included in these guidelines.>®” We made recommendations on how the provision
of rights information to patients could be reformed through requirements for minimum standards
under the HCCA.>3%® Also, we suggested that the HCCA be amended to include a clear and
explicit duty on health care providers to inform SDMs of their roles and responsibilities, stating
that the creation of a standard form may support them in this regard.>*°

Other pertinent recommendations relate to outreach, education, information, quality assurance
and the allocation of regulatory authority over these matters. Within the constraints of this
discussion paper, we cannot describe all of the LCO’s proposals. We invite readers to access
our reports for more details, but highlight that our recommendations address the roles of the
following institutions in strengthening these areas based on their mandates:

* Professional educational institutions
e Health regulatory colleges

e Health Quality Ontario

e Local Health Integration Networks

e Ministry of Health and Long-Term Care.>#°

For instance, the report suggests that professional educational institutions re-examine their
curriculum and consider strengthening coverage of issues related to capacity, decision-making
and consent.?¥ Additionally, we proposed that health regulatory colleges include issues concern-
ing these areas of the law as a priority in their quality assurance programs, including for the
identification and assessment of core competencies.>*?

Our recommendations in the capacity and decision-making project also propose the Government
of Ontario to lead the development of an overarching strategy for outreach, education and
information to be delegated to an appropriate institution.>*3

This last recommendation was intended to benefit professionals who advise on and apply the
law as well as users who are directly affected by capacity and decision-making. Thus, any future
institution would facilitate public education and professional education for health care providers
and others relating to capacity and decision-making.

The LCO’s final report on capacity and decision-making was released in March 2017.
It can be accessed on our website at www.lco-cdo.org.
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5. Opportunities to improve understanding of the law of consent and advance care planning

The LCO was asked to consider strategies to overcome the problems arising from multiple,
inconsistent and inaccurate practice tools being used for decision-making nearing the end of
life. This project does not reconsider the decision-making process for informed consent and
advance care planning in Ontario.

We believe the HCCA strikes the right balance in putting consent front and center by first requir-
ing informed consent from a capable person. Should the person become incapable, having an
SDM interpret and convey prior wishes, values and beliefs in the circumstances at hand promotes
the patient’s autonomy and self-determination. It also reduces the risks inherent in binding
instructions for future care that cannot be properly understood outside a person’s current
health condition.

Therefore, our task concerns the translation of Ontario’s laws for consent and advance care
planning into practice for health care providers, patients and SDMs. This task raises a number
of questions that we would like to investigate through further consultations.

The first question relates to whether creating standardized practice tools would be desirable
or, even, possible to implement Ontario.

There are several jurisdictions in Canada and the US that have created standardized practice
tools, such as the Alberta Health “Green Sleeve” package, which contains a “Personal Directive”
(to designate an SDM) and “Goals of Care Designation” (which is recorded as a medical order).544
However, these jurisdictions, including Alberta, have different laws than Ontario and they would
not meet our standards for informed consent.>4>

Another example are the British Columbia Fraser Health Authority materials, which again do not
reflect Ontario law because of differences in legal distinctions between consent and advance
care planning, and Ontario’s emphasis on consent as an ongoing process.>®

Given that Ontario’s laws require a continuous decision-making process that is always context
specific and changeable, the LCO wonders whether standardized documents could uphold the
law.

Following their expert review of Ontario’s legal framework, existing practice tools and stake-
holder experiences, Wahl et al. conclude that “a set of standardized practice tools would not be
possible”.># To begin, they explain that the business of practice tools is too widespread and
entrenched that it would be impossible to stop. Second, they find that “there is no one set of
‘perfect’ practice tools” that would meet all needs for different types of health care services.>*8

Depending on what we hear during our consultations in this project, the LCO’s second question
asks what alternatives to the design of standardized tools could be pursued. Wahl et. al. propose
the implementation of a systemic approach that seeks to shift behavior within the health care
system, including health care organizations and providers, and members of the public. They focus
on four key elements:
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Using HCCA terminology in all existing practice tools

e Educating all stakeholders

* Ensuring legal accuracy of all practice tools

* Promoting compliance with the law through enforcement methods.

The authors recommend a multipronged strategy to creatively integrate these aspects of sys-
temic change that engages all levels of governance, including the MOHLTC, LHINs, HQO, health
regulatory colleges, long-term care home operators, the Patient Ombudsman, accreditation
bodies and others.

It merits noting briefly here that there are significant efforts underway within community organ-
izations in Ontario to gather and assess existing practice tools against the legal framework, and
to coordinate knowledge sharing about best practices.

For example, the ACE and the HPCO Health Care Consent and Advance Care Planning Commu-
nity of Practice are two centres of excellence for integrating Ontario’s laws into practice into
practice tools. In addition to a centralized leadership advisory team, which includes an ACE
representative, the HPCO initiative includes regional leaders, representing each of the province’s
regional LHINs.>4° Both ACE and the HPCO community of practice review practice tools, dis-
seminate public legal education and host workshops for service providers.>>° Therefore, strong
efforts for creating systemic change are apparent in the province, though perhaps not to a degree
that would be required to generate a full culture shift.

The LCO would be interested to learn about whether ongoing efforts could be scaled-up to be
embedded within other community or regulatory systems. In particular, we would like to know
whether our recommendations in the Legal Capacity, Decision-Making and Guardianship project
on strengthening information and education could be further detailed in this project to include
a dimension relating to quality assurance for practice tools.

A final question that LCO would like to hear more about is the content of any potential practice
tools or other approaches to education and implementation. The content of such tools could
potentially differ across care settings, while still highlighting a core set of fundamental rights
and principles under the HCCA and SDA to be integrated across the board.

Specific objectives for content development might look at how the nature of legal decision-
making as a process can be emphasized. Or, whether good communication and goals of care
discussions could be better integrated into preparing for decision-making. They might also
address ways to incorporate the primacy of informed consent (including plans of treatment)
into initiatives focused on advance care planning.

For further examples we direct you to the funded research paper appendix which makes recom-

mendations for content areas by target audience (e.g., health care provider, patients, SDMs, health
care organizations).
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6. Questions for discussion

10. How can institutions, professionals and the public be better supported
to obtain meaningful and legally compliant health care consent?

11. How can practice tools achieve the goal of providing accurate, consistent
and meaningful information about consent and advance care planning?

C. Decision-Making Authority over Life-Sustaining Practices
1. Introduction

Many Ontarians have personal experience making decisions about life-sustaining practices
from our own health conditions or those of our family and friends. Some of these questions are
about whether to receive lifesaving treatment (i.e., CPR) or life-sustaining treatment (i.e., life
support). Aside from medical treatment, assistance with the necessities of eating and drinking
also becomes increasingly vital nearing the end of life.

Decision-making in these situations is extremely difficult; it relies on confronting and defining
our defining values and emotions. It also raises ethical concerns for health care providers who
view their role as only providing what they see as clinically beneficial treatment. Sometimes
patient and SDM values conflict with those of health care providers when it comes to deciding
whether life-sustaining measures should be provided to a person who is nearing the end of life.
These situations can be confusing and stressful, especially when the law about who has decision-
making authority is unclear.

Adding to the challenge is the difficulty that many of us have in communicating and making
decisions effectively in stressful and emotional situations. Patients and families may not be
well-prepared for conversations about the end of life. A number of stakeholders have suggested
that popular culture encourages unrealistic expectations of modern medicine. In a paper prepared
for the LCO, Cartagena et. al. noted that for some patients even speaking about suffering at the
end of life was difficult or impossible: it requires individuals to face what is coming, and so requires
great courage.>®

As well, families may be understandably reluctant to discuss with each other the possibility of
death. As a result, some families and patients may not be ready to accept the realities of their
situation, and continue to hope for “a miracle”. Family members may not be prepared for the
emotional and ethical burdens of end-of-life decisions: they may find themselves reluctant to
shoulder the responsibility for decisions that result in death, even if they believe that such decisions
may be for the best or indeed reflect the wishes and values of their loved one.
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For their part, some health care practicioners may also find these conversations difficult.
Cartagena et. al. identify time, training and resources as constraints on the ability of providers
to address the needs of patients and families at the end-of-life.>>?

The LCO accepts the need to balance the interests of patients, SDMs and health care providers
in decision-making, as a general matter, but there are important questions about who has legal
authority to make decisions in particular circumstances nearing the end-of-life that need clarity.

Here we review the state of the law on this subject and ethical debates surrounding it. Specifically,
we review who has authority to decide whether a person is offered or receives life-sustaining
measures in the two areas mentioned above:

e health care treatment
e the necessaries of life (i.e., food and water).

In some respects, the law is clear on these issues, but to a large extent the law is unsettled. The
ultimate purpose of this section is, therefore, to ask what the law ought to be.

For ease of reference, we use the term “life-sustaining practices” to refer to the various types
of practices considered in this chapter.

2. Identifying values and concepts influencing decisions

Decisions about the withdrawal and withholding of life-sustaining practices may influenced
by a number of values and concepts, which are briefly outlined below. These values may under-
pin law, ethical frameworks, or professional obligations. They may also influence the approaches
or decisions of patients, families or health providers. These values may have their sources in
ethical or legal frameworks, or more broadly in religious or spiritual values.

This discussion is not meant to provide a comprehensive list of relevant values or concepts, or
to thoroughly explore any of them. Rather, it is intended to provide some basic starting points
for consideration.

Autonomy and self-determination: Autonomy and self-determination are generally acknowledged
as central principles in the provision of any treatment, recognizing the fundamental importance
of bodily integrity.

The principle of autonomy has been particularly recognized in the context of treatment decisions.
In Fleming v Reid, the Ontario Court of Appeal emphasized that “The common law right to bodily
integrity and personal autonomy is so entrenched in the traditions of our law as to be ranked
as fundamental and deserving of the highest order of protection. ... [T]he common law right
to determine what shall be done with one's own body and the constitutional right to security
of the person, both of which are founded on the belief in the dignity and autonomy of each
individual, can be treated as co-extensive”.>>* The HCCA specifically identifies the enhancement
of autonomy among its purposes.>>
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These core principles of autonomy and independence are both reflected in two recent LCO
project, the Framework for the Law as It Affects Persons with Disabilites and the Framework
for the Law as It Affects Older Adults (the “Frameworks”).>>> The definitions in both Frameworks
emphasize that the achievement of autonomy or independence may require the provision of
supports, and that autonomy should be understood in the context of the individual’s relation-
ships. This is particularly relevant in the end of life context, as individuals become more frail
and family relationships tend to become more important.

Perspectives that favour principles of autonomy and self-determination reveal serious concerns
about taking away the “voice” of the very persons whom treatment is intended to benefit.5%¢
The dying experience is incredibly personal. It engages our innermost sense of identity as indi-
viduals, family members and community participants. There are significant apprehensions
among some that giving health care providers authority to make decisions about life-sustaining
treatment might not adequately capture the importance of non-medical, personal values in the
dying process.

In the view of some, as a culture, we may over-burden autonomy, both culturally and legally,
particularly at the end of life, when the very nature of the process is one of becoming less auto-
nomous, less in control and less aware. Cartagena et. al. quote one provider as follows:

And when we are in our threat system, we are not utilizing our frontal cortex. Our
thinking is very limited and it's all about '"How do | make myself safe?’ So if some-
one is in their threat system, and worried about dying a horrible death, it might make
sense in that to say, of course, 'Hastening my life is going to make sense. That's going
to, it's going to get it all over with." ... So in terms of capacity, | think if somebody is
in their threat system, they might make a decision that is different than they would
if they were actually in the wise part of the brain, not feeling isolated and alone, feel-
ing connected to other people and connected to their own strength.>%’

Providers also pointed out that many other cultures do not place such a heavy emphasis on
autonomy, and that it may be a disservice to the end of life experience of some individuals to
automatically assume that autonomy should override other values.>>8

Beneficience: The principle of beneficence refers to the ethical and professional obligations of
a health care provider to alleviate suffering and provide treatment that benefits the patient.
Similarly, the principle of non-malfeasance requires health care providers to refrain from provid-
ing treatment that would harm the patient.>>®

The Manitoba Law Reform Commission highlights that the primary goal of medical treatment
is to restore or maintain patient health as much as possible, maximizing benefit and minimizing
harm.580

In a paper commissioned by the LCO on suffering and capacity at the end of life, the authors

emphasized that providers may experience moral distress from the provision of non-beneficial
treatment that causes suffering.5®
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Utility: Concepts of utility are often referenced in discussions of beneficience, and the two are
sometimes confused or conflated.

Where a proposed treatment is useless or ineffective, it may be inappropriate to offer or continue
it. The Manitoba Law Reform Commission helpfully distinguishes two aspects of “futility”:

Physiological futility describes a treatment that will not work or one which can-
not achieve its desired goal. It is largely a matter of clinical medical judgment.
Qualitative futility introduces the highly controversial concept of treatment which
is not worth doing or one that will not produce a desirable outcome. The word
futile tends to emphasize the qualitative connotation of the word and suggests
that a predominantly value laden judgment is being made. This has led to the term
falling into disrepute. In particular, it generates discomfort in vulnerable groups
such as persons with disabilities and the elderly.>%?

The Manitoba Law Reform Commission suggested that a more helpful approach is to focus on
“medical inappropriateness”, as emphasizing the clinical aspects of decision-making.

Both the concepts of beneficience and utility are grounded in the health care provider’s expert
clinical judgment and standards of practice.

Understanding the potential application of these principles requires basic knowledge about
potential physiological and social consequences of life-sustaining treatment as well as commonly
held beliefs within the health profession. In Ontario, there is no /legal definition of what consti-
tutes utility, medical appropriateness, beneficence and malfeasance in this context.

Distributive Justice: In a recent paper, Downie, Wilmott and White identified distributive justice
as a relevant consideration in withdrawal and withholding of potentially life-sustaining treatment.
No health system has unlimited resources, and resources such as intensive care beds are ex-
pensive and in limited supply. The authors emphasize that “It is not immoral to ration resources.
It happens frequently and is necessary: no country can afford to provide all that is medically
possible to everyone .... If just policies are in place, then it can be ethically defensible to deny
treatment to some individuals.”>%3

In considering the concept of distributive justice, it is important to acknowledge the concerns
of, for example, older persons and persons with disabilities. Negative and stereotypical assump-
tions about the quality or value of the lives of particular groups could inappropriately influence
decisions about the provision of life-sustaining treatment. The Framework for the Law as It Affects
Older Adults, for example, highlights attitudes that see older persons as having nothing further
to contribute and as simply waiting for death.>4

Value of life: The value of life is a fundamental starting point in any discussion of the with-
holding and withdrawal of life-sustaining treatments. In some cases, this value draws on religious
understandings of the sacredness of life, but it also has roots in broader ethical and legal
frameworks that see life as having intrinsic value. In Rodriguez v. British Columbia (Attorney
General), the Supreme Court emphasized that the sanctity of life must be considered, along
with liberty and security of the person, in weighing issues related to the end of life.>®>
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In some decisions, these values will be harmonious. In others, there will be tensions between them.
Downie, Wilmott and White have suggested that a clear statutory framework that is addressed
through legitimate and accessible processes can go someway to effectively addressing the values
that should underlie these difficult decisions.>66

3. Decisions about the withdrawal and withholding of life-sustaining treatment
i Defining withdrawal and withholding of life-sustaining treatment

The withholding of lifesaving treatment refers to allowing death to occur naturally in the face
of a life-threatening event, such as a heart attack. Typically, the term is used in circumscribed
situations where CPR might be offered. CPR may be given or withheld wherever a person may
be located, including a private home, long-term care home or in hospital.

In contrast, the withdrawal of life-sustaining treatment means ceasing life supports that are al-
ready being provided, such as artificial ventilation and nutrition in hospital. The result of with-
drawing life-sustaining treatment is similar to withholding treatment in the sense that death
may naturally ensue.

The withdrawal and withholding of life-sustaining treatment are not synonymous with pallia-
tive care. However, they may precede and are intertwined with the receipt of palliative care,
including pain and symptom management, and accompaniments.>%’

il. Areas of legal decision-making authority

In Canada, it is legal for capable persons to refuse life-sustaining treatment and for SDMs to
do so on behalf of another person who is incapable.>68

In the case of Malette v. Shulman, the Ontario Court of Appeal found the common law entitles
capable persons to refuse lifesaving treatment, consistent with rights to autonomy and self-
determination.*®® The Supreme Court has also recognized the legality of consenting to these
end-of-life practices in several cases.>’° Most recently, the Supreme Court affirmed in Carter that
although death may result from a person’s decision, this does not vitiate the right to self-deter-
mination.>” The HCCA also codifies the right to refuse treatment.>”2

The law is clear that individuals (or SDMs) have the right to refuse life-sustaining treatment.
However, the law less clear - or at least contentious - as to whether health care providers are
required to propose treatment that they believe would not benefit the patient in the first place,
and whether patients (or SDMs) can insist on treatment when health care providers do not agree.

For instance, can health care providers choose not to offer CPR if they believe it would not ben-

efit the patient? Can SDMs demand that all treatments be provided to do everything possible
to prolong a patient’s life?
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In these situations, “The problem is that of conflicts between patients’ (or families’) interest in
determining their medical treatment and physicians’ interest in not being required to practice
medicine contrary to their professional ethics”.5”3

ili. Competing perspectives on legal decision-making authority

There are two main competing perspectives on who should have decision-making authority
over the withdrawal and withholding of life-sustaining treatments.

Some claim that health care providers should have authority to choose what treatments are offered,
based on their clinical judgment about what would be beneficial to the patient. Others claim that
health care providers must offer life-sustaining treatment, so that patients or SDMs can them-
selves decide.

These approaches are not always at odds: in a given case, they may be aligned where patients
or SDMs agree with health care provider views about what beneficial treatment would entail.

Nonetheless, conflicts do occur between health care providers, patients and SDMs about
whether life-sustaining treatment should be provided. The LCO has observed that conflicts are
especially common where the most vulnerable person in the dispute - the patient - is unconscious
or otherwise incapable and a decision must be made on his or her behalf.

A person who is seriously frail might recover from a health event with CPR, but remain in the
ICU until death. Someone on life support might not regain consciousness and decline indefinitely,
developing complications along the way. Others might not be able to live as independently as
before receiving treatment. Still others might fully recover their physical and psychological abilities.
These are examples of situations that health care providers, patients and SDMs might judge
differently in terms of quality of life, and the benefits or harm of treatment.

In the clinical environment, health care providers may have their own definitions of beneficence
and malfeasance. According to an expert study commissioned by the LCO, “Canadian clinicians
generally share similar definitions of ‘non-beneficial treatment’”.5”# Citing prior qualitative research
the authors, Downar et al., explain

..ICU-based physicians, nurses and respiratory therapists generally defined non-
beneficial treatment to be “the use of considerable resources without a reasonable
hope that the patient would recover to a state of relative independence or be
interactive with his or her environment”. A subsequent survey found that the most
commonly accepted definitions of non-beneficial treatment were: “advanced cur-
ative/life-prolonging treatments that would almost certainly result in quality of
life that the patient has previously stated that he/she would not want” and “advanced
curative/life-prolonging treatments that are not consistent with the goals of care
(as indicated by the patient)”.57>
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Thus, Downar et. al. explain that health care providers often take patient values into account
when determining beneficial treatment. Those authors acknowledge that, where patient values
are unknown or where health care providers perceive known values to be unrealistic or incorrectly
conveyed, patient values cannot always be easily incorporated into the health care provider’s
assessment.>7®

In general, health care providers need not offer treatment that is not clinically indicated: “Physi-
cians ought not to prescribe antibiotics for viral ilinesses [or] perform therapeutic surgery
without clinical indicators of illness or injury”.5”” Moreover, as we’ve explained previously, there
is no positive right to health care in Canada.

However, as the Manitoba Law Reform Commission (MLRC) describes in its 2003 report, With-
holding or Withdrawing Life Sustaining Medical Treatment, the health care provider’s power to
choose what treatment to offer is undeniably different in end-of-life care:

The sanctity and value of all human life, the profound and irreversible consequences...
the personalized circumstances of the patient’s family, spiritual and cultural life
and the patient’s fear of losing personal control at the most vulnerable of times
explain the emotional and intuitive attraction to the notion of personal autonomy
and support for a patient’s right not only to refuse life sustaining treatment but
also to demand life sustaining measures.>’®

The LCO also heard that concerns exist about the lack of consistent, transparent standards to
assess beneficial treatment.>”° Legal professionals, in particular, have expressed fears about the
potential for bias against certain groups who may be frail or vulnerable - such as the elderly
and persons with disabilities - when qualitative judgments about quality of life are involved.>8°
We heard concerns that in some cases financial resources may be prioritized over the lives of
these groups who may be viewed (inappropriately) as less worthy of care. We were also told about
possible disregard for faith and cultural beliefs, which health care providers may not always share.>®

For example, CCB decisions attest to disagreements among health care providers and SDMs
due to differing views on the balance between faith and cultural beliefs, quality of life, and
perceptions of medical benefit.>82 Moreover, several HPARB decisions evidence allegations
made by SDMs that lifesaving treatment was not proposed for their family members due to
stigma about older age.583

The LCO heard from more than one individual about instances where health care providers
placed a “Do-Not-Resuscitate” order in their family member’s medical records in hospital before
they were consulted (which would prevent CPR from being delivered in the event of cardiac
arrest). Shock and anger were expressed and feelings of unfairness. HPARB decisions also
evidence disputes concerning the authority of health care providers to make DNR orders and
the role of consent, communication and documentation.>84

Even advocates who suggest greater authority be awarded to health care providers, speak
about the overall benefits of sensitive and open communication with patients and SDMs, better
education about the risks of life-sustaining treatments and improved collaborative decision-
making methods.
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iv. Ontario’s existing legal framework

As alluded to above, decision-making authority over life-sustaining treatment is clear in some
areas, but not others.

Specifically, while consent must be obtained to withdraw treatment from a person who is already
being treated, the law is unsettled as to whether providers can legally withhold treatment by
simply not offering it to the patient or SDM from the outset (or by refusing to provide it on request).
That said, some continue to advocate for legal reform in the areas that are already settled.

Areas of Debate over Decision-Making Authority

There are multiple areas of ongoing debate about who should have decision-making
authority over life-sustaining treatment.

The primary medical treatment that is subject to debate is CPR — does withholding
(not offering) CPR require consent from a patient or SDM under the law? Or, can CPR
be withheld based on the health care provider’s judgment?

Nevertheless, some advocates also propose that Ontario’s existing laws that require
consent from a patient or SDM to withdraw life support should be re-evaluated.

The most reliable source for Ontario’s legal framework is the Supreme Court case, Cuthbertson
v. Rasouli.*®> Otherwise, the jurisprudence is conflicting.>8¢ Below, we summarize Rasouli and
other key sources of law that feature at the center of public debate.

Withdrawal of life-sustaining treatment under Rasouli

In Rasouli, the Supreme Court confirmed that the HCCA requires providers to obtain consent
from a patient or SDM before life support can be withdrawn.>®’

Mr. Rasouli developed an infection causing brain damage after undergoing surgery for a benign
tumor. He was first diagnosed as being in a persistent vegetative state, but was later diagnosed
as being “minimally conscious”. Mr. Rasouli’s cognitive functioning was severely compromised
and he was being kept alive on life support (Mr. Rasouli remains in this condition today).>88 The
health care providers treating Mr. Rasouli found that continuing treatment would not benefit
him and proposed palliative care to his wife, who refused consent as his SDM. The providers
responded that they did not require her consent, claiming that withdrawing life support is not
treatment under the HCCA. His SDM then applied to the courts to prohibit the withdrawal of
life support.>8®
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The Supreme Court interpreted the HCCA’s language to establish that withdrawal of treatment
constitutes treatment and, therefore, requires consent. As Handelman and Gordon explain,

based on the HCCA'’s definition of treatment, withdrawal of life support is a treat-
ment. It is done for a therapeutic, palliative, or other health-related purpose. And,
except in emergency situations, initiating a treatment requires consent - even
when the treatment to be initiated is the withdrawal of treatment.>?°

The Supreme Court in Rasouli also confirmed the process to be followed in providing substitute
consent under the HCCA, and the avenues of recourse open to SDMs and health care providers
when disputes occur. Important aspects of this HCCA process can be summarized as follows:

e SDMs must adhere to the decision-making process stipulated by the HCCA,
which begins with realizing the patient’s prior capable wishes, if they apply to
the circumstances. If the patient’s wishes are unknown, not applicable or impos-
sible to carry out, the SDM must make decisions in the patient’s best interests.

* The best interests test requires a range of factors to be considered, including the
patient’s values and beliefs along with the risks and benefits of treatment.

* Health care providers have an obligation to obtain informed consent from an
SDM who complies with the principles for decision-making under the HCCA.

e If health care providers do not believe the SDM is complying with the HCCA,
and are unable to resolve the issue, they can apply to the CCB for a determination
of the patient’s wishes or best interests, as the case may be.

For the purposes of the LCO’s project, several elements of this process must be highlighted.

First, Ontario law already seeks to balance the principles of autonomy, self-determination and
security with principles of beneficence and non-malfeasance. Beyond considering the patient’s
values and beliefs, SDMs must also consider other factors, including whether treatment is likely
to improve the person’s condition or well-being and prevent deterioration, and whether the
benefits outweigh the risk of harm.>*

The HCCA does not, however, provide guidance on how these diverse factors should be bal-
anced. Therefore, applying the best interests test under the HCCA (or the patient’s wishes for
that matter) can result in very different outcomes, depending on the patient’s wishes, values and
beliefs, and medical condition.>®? In fact, unlike Rasouli, in the majority of cases where the CCB
was consulted on end-of-life disputes, the CCB adopted the health care providers’ submissions
that treatment would not be in the patient’s best interests.>*3

Still, health care providers told the LCO that the best interests test does not sufficiently address
the principles of beneficence and non-malfeasance, and that they should have greater authority
to make unilateral decisions about life-sustaining treatment. Part of their concern relates to effi-
ciencies in the CCB process, which we discuss in chapter 7 on alternate dispute resolution
(ADR). Yet health care providers also object to the prospect that they may be required by law
to provide treatment they believe contradicts their professional and ethical responsibilities.
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Rasouli is a statutory interpretation case. Therefore, the Supreme Court made no pronouncement
on who ought to have decision-making authority based on questions of “philosophical” and
ethical legitimacy.>®# Instead, the Court read the HCCA on its face to determine what Ontario
statutory law mandates at present.

The Supreme Court did acknowledge the health care providers’ concerns about ethical respon-
sibilities. But, in the end, it found that health care providers cannot be faulted for following the
law, and that creative solutions might be necessary where there are unresolvable conflicts
between the law and a provider’s ethics:

...a physician may feel that his legal obligation not to withdraw life support is in
tension with his professional or personal ethics. Such tensions are inherent to
medical practice...

Wherever one tries to draw the line, it is inevitable that physicians will face ethical
conflicts regarding the withdrawal of life support. No legal principle can avoid every
ethical dilemma. What may be needed is a practical solution that enables physi-
cians to comply with the law and to satisfy their professional and personal ethics.5%®

Ongoing debates about withholding CPR

The Supreme Court limited its determination in Rasouli to the narrow set of facts in that case.>%
It did not explicitly find that not offering treatment, such as CPR, requires consent under the
HCCA.%%7 As a result, debates on whether health care providers have decision-making authority
to not offer CPR are highly controversial in Ontario. The LCO’s project is designed, in part, to
address some of these controversies and to make thoughtful recommendations.

In its 2016 policy on Planning for and Proving Quality End-of-Life Care, the CPSO recognizes,
“The law is currently unclear regarding the consent requirements for a no-CPR order”.5%® There
are a considerable number of cases, administrative tribunal decisions and professional guidance
documents that have come to contradictory conclusions on this issue.>°® A recent HPARB
decision interpreted Rasouli to mean that consent is required before providers place a DNR
order in a patient’s chart while in hospital.6°° This case has, in turn, incited critique and activism
within the health community.

One of the expert papers commissioned by the LCO for this project canvasses various stake-
holder positions on this topic. The authors claim that, in practice, providing CPR has become a
“default” treatment for a few reasons. Providing CPR does not require the patient or SDM’s
consent, as it is considered an emergency treatment under the HCCA. 89" But the law surrounding
not offering CPR is fraught with ambiguity. Thus, although it is inappropriate to offer non-
beneficial treatments as a default in many other contexts, the authors assert there is a “double
standard” when it comes to CPR.5°2 On the other hand, many health care providers, they say,
“wish to avoid CPR in patients nearing the end of life, reasoning that it can cause suffering for
no apparent medical benefit”.603
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At this juncture, it is important to recall that legal authority to decide whether life-sustaining
treatment is provided is not equivalent to an outcome, as was the point made in Rasouli over
withdrawing life support. The HCCA and Rasouli require consent to withdraw life support
because doing so is equivalent to an outcome (likely, death). But not offering CPR in narrow
circumstances may fall within the provider’s discretion (i.e., where CPR would not achieve its
physiological purpose). If patients and SDMs have legal authority to decide, they may very well
choose a natural death and palliative care, especially as social acceptance of these practices grows.

The LCO is aware that providers, patients, SDMs and lawyers have a range of views on life-sustaining
treatment generally as well as on who should ultimately have authority to decide whether it is
offered.

CPSO'’s policy on end-of-life care proposes a compromise of sorts. Acknowledging the law is
unclear, it gives process-oriented guidance to physicians. The policy advises as follows:

 Where physicians wish to place a DNR order in a patient’s chart, they cannot
do so unilaterally. Instead, they must discuss this with the patient or SDM and
explain why CPR is not being proposed.

* If the patient or SDM disagrees and insists that CPR be provided, physicians
must engage in a conflict resolution process (which the LCO addresses in
chapter 7).

* While conflict resolution is underway, physicians cannot write a DNR order.

» If an event requiring CPR actually occurs, physicians must provide CPR unless
the patient’s condition will prevent the intended physiological goals of CPR
from being achieved (i.e., providing oxygenated blood flow to the heart and
brain).

e Aside from informal conflict resolution (such as an ethics consult), if a conflict
arises from an SDM’s interpretation of a wish or because the physician believes
the SDM is not complying with the HCCA, he or she may apply to the CCB.5%4

The CPSO policy is current as of May 2016 and, therefore, takes into consideration Rasouli, the
HPARB decision and stakeholder submissions on the policy. As can be seen from the above,
it prohibits health care providers from issuing DNR orders without consent; however, it allows
them not to offer CPR if an actual event occurs and CPR will not be physiologically effective.
This recognizes the relative time considerations in both cases (there may be time to discuss
DNR orders in hospital), and health care provider discretion in narrow circumstances, where a
qualitative assessment about quality of life would be less likely.

The CPSO policy has received little comment to date, albeit some have argued that it still does
not give health care providers sufficient clarity or flexibility.6%>
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V. Achieving legal clarity and consistency

It should be apparent from the CPSO policy and the differences in opinion between withdrawal
of life support and not offering CPR that a variety of possibilities exist for law reform. The principles
of beneficence, non-malfeasance, autonomy, self-determination and security may yield nuanced
solutions to these different types of practices.

The LCO believes the law should be clear and consistent for all stakeholders when it comes to
decisions about life-sustaining treatment.t°® Consistency does not necessarily require that each
medical practice be regulated in the same way. In some jurisdictions, including Ontario, separate
end-of-life treatments are managed differently. But these differences must not be arbitrary;
they must reflect a justifiable balance of principles.

Ontario’s existing legal framework includes the HCCA, the Supreme Court’s decision in Rasoull,
conflicting case law and various policies. The CPSO’s policy distinguishes between consent
requirements for different types of end-of-life treatment. It says that the HCCA and Rasouli
require consent to withdraw life support and that DNR orders also require consent, but that
not offering CPR in narrow circumstances fall within the provider’s discretion (i.e., where CPR
would not achieve its physiological purpose).

Other jurisdictions have confronted the same issues as we do in this project and have come
up with a variety of responses.

For example, the Australian state of Queensland has a fairly similar framework to the CPSO
policy.t%” Consent is required to place a DNR order in a patient’s medical chart, since there may
be time for consultation and discussion. However, health care providers are permitted to withhold
CPR without obtaining consent from an SDM in “acute emergencies”, if the patient is incapable,
the provider unaware of wishes to the contrary, and the provider reasonably believes that CPR
would not be good medical practice.®®® Queensland law sets out further nuanced rules in other
circumstances, including the withdrawal of life support with consent.6°°

In the United Kingdom, physicians are generally entitled to determine the appropriateness of
life-sustaining treatment.®’© However, physicians must seek judicial direction from the Court of
Protection about both the withdrawal and withholding of life-sustaining treatment for patients
in a permanent vegetative or minimally conscious state.®”

There are also many jurisdictions that simply prioritize the health care provider’s discretion.®?
After reviewing a considerable range of reform options, the MLRC recommended this approach,
which is now regulated through the College of Physicians and Surgeons of Manitoba.t™® The MLRC'’s
report was issued prior to the Rasouli case, and it is not certain if this approach would withstand
a challenge given the Supreme Court’s decision.®™

Taking into account experiences in other jurisdictions and Ontario’s particular context, the LCO

would like to know whether our current mix of approaches achieves the best possible balance
for Ontarians.
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In concluding this section, we would like to acknowledge the difficulties addressing this area
of the law apart from concerns about education and communication, tools for consent and
advance care planning, and dispute resolution. The literature demonstrates a dire lack of education
and communication among health care providers, patients and SDMs, alike, as well as the inad-
equacy of existing strategies to resolve conflicts.

Various proposals emphasize the benefits of these other practices in achieving amicable resolutions
among the affected parties:

in most cases, when physicians, patients and SDMs discuss whether or not to provide
life-sustaining treatment, all stakeholders are able to reach agreement. Clinicians,
patients and SDMs alike show a strong preference for consensus approaches to
decision-making rather than unilateral decisions. Disagreements and intractable
disputes are relatively rare.®’™

As these issues cut across many other concerns, the LCO has chosen to address them later in
the discussion paper (see section D, below, and chapter 7).

For more information on Ontarians’ views about decision-making authority over life-sustaining
treatment, we invite you to access the report commissioned by the LCO, Downar et. al.,
“Balancing the interests of patients, substitute decision-makers, family and health care
providers in decision-making over the withdrawal and withholding of treatment”, online:
http://www.lco-cdo.org.

4. Decisions about offering the necessaries of life in daily living assistance
i Defining the necessaries of life in daily living assistance

There are life-sustaining practices aside from what might be considered “treatment” that are
common nearing the end of life. In this section we review laws that regulate decisions about
offering the necessaries of life in daily living assistance, namely food and water.

Support with eating and drink is different from treatments including artificial nutrition and hydra-
tion that may be part of life support although, evidently, they are just as necessary to maintain
life. Food and water may be offered to persons receiving care in a private home, long-term care
home, retirement home, hospice or even in hospital. During the LCO’s preliminary consultations,
stakeholders primarily referred to residents in long-term care, who depend heavily on others
for daily living activities.

The issues in this section of this paper arise primarily in the context of persons who have an
SDM making decisions about activities of daily living. Where individuals are capable, they may
voluntarily stop eating and drinking (VSED). Some capable patients may voluntarily stop
eating and drinking as a means of hastening death.®
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Anecdotal evidence suggests that SDMs have at times instructed nurses and PSWs not to offer
an individual food and water in order to comply with prior expressed wishes or their interpre-
tation of the HCCA'’s best interests test. A recent British Columbia case, Bentley v. Maplewood,
has also brought this issue to public attention (further discussed below).6"”

Therefore, the LCO was asked to examine whether SDMs have the right to refuse consent to
the provision of food and water. We were also asked to determine if there is a conflicting legal
duty in these situations that require services providers, such as PSWs and nurses, to offer food
and water to residents in their care.

[t is important in this context to distinguish between offering food and water, and forcing food
or water on an individual. The discussion in this section focusses on whether providers have a
duty to offer food and water.

Again, the law is unsettled in this area - in this case due to overlapping laws that potentially
conflict. We address their interaction by seeking to answer the two questions posed above.

il. Can SDMs refuse consent to food and water?

It is normal for persons nearing the end-of-life to lose their appetite or to face difficulties eat-
ing and swallowing.®® They may stop eating and drinking if they choose to do so as a matter
of self-determination and physical integrity. Our inquiry about consent to food and water is less
about individuals refusing food themselves, than the possibilities for SDMs to refuse consent
to food and water on another’s behalf.

The Bentley case, mentioned above, illustrates how this inquiry affects people in reality. In
Bentley, family members requested that a care facility cease spoon feeding Mrs. Bentley, an
elderly woman in the advanced stage of Alzheimer’s. Mrs. Bentley had previously recorded wishes
that if she came to have no reasonable expectation of recovery from extreme physical or mental
disability, she wished to be allowed to die, including through “no nourishment or liquids”.®"® She
also asked that she be “euthanized” in the event she was unable to recognize members of her
family.62° Against the family’s request, the care facility continued to spoon feed Mrs. Bentley,
claiming they were required to provide the “necessaries of life” under provincial legislation
and the Criminal Code.

The Bentley case is complex to review for this project because decision-making laws in British
Columbia are not the same as in Ontario. In Ontario, a similar case might well have a different
outcome. It is also important to remember that the court found that Mrs. Bentley was capable of
making her own decisions. Nonetheless, the court made a few findings that could be relevant
here.

The court found that nourishment in a care facility constitutes personal care, rather than treat-
ment. It also held that withdrawing food and water from an incapable person is not permitted
by law under provincial care legislation because it would amount to neglect. It did not address
issues surrounding the Criminal Code.5?
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Below, we address whether an SDM is prohibited by law to consent to the withdrawal of food
and water. Here, we first consider whether an SDM could, possibly, refuse consent to nutrition
under relevant sources of provincial law.

Health Care Consent Act, 1996

The HCCA addresses various considerations relating to daily living assistance, called “personal
assistance services”.*22 This applies only to services provided in long-term care homes. The
statute defines personal assistance services to include assistance with eating and drinking. It
does, however, exclude personal assistance services from the definition of treatment.2® As a
result, the positive requirement to obtain consent to treatment in the HCCA does not apply to
providing food and water. The HCCA also does not contain an explicit provision requiring that
a provider obtain consent before giving daily living assistance, which contrasts with the re-
quirement to obtain consent to treatment.*

Arguably, the requirement for consent is nonetheless implied in the HCCA. For instance, the
HCCA sets out who can provide substitute consent for personal assistance services. The HCCA
also permits individuals to express prior wishes about personal assistance services, and requires
SDMs to follow a similar process for substitute decision-making as they would for treatment.®2>

Long-Term Care Homes Act, 2007

The Long-Term Care Homes Act, 2007 requires long-term care homes to obtain consent to
assess residents in determining their “plan of care”, and states, “Nothing in this Act authorizes
a licensee...to provide care or services to a resident without the resident’s consent”.62¢6 The
“Residents’ Bill of Rights” also affirms the right of residents of long-term care homes to partici-
pate fully in the development, implementation and revision of their plans of care, and in any
decision regarding any aspect of his or her care, as well as to give or refuse consent to any
treatment, care or services for which consent is required under the law.5?” Therefore, a resident’s
consent is required to provide care, and an SDM can provide substitute consent for an inca-
pable person in a long-term care home. It is also helpful to place these provisions in the broader
context of the duty of the licensee not only to protect residents from abuse but to ensure that
they are not neglected by the licensee or by staff.628

Substitute Decisions Act, 1992

Daily living assistance under the SDA is called “personal care”.2° The SDA sets out appointment
processes for a guardian or attorney for personal care. Personal care under the SDA is not
specific to the long-term care setting, it applies to home and community care as well, and it
expressly includes “nutrition”.%3° The SDA also states that if a person grants a POA for personal
care, the POA “may contain instructions with respect to the decisions the attorney is authorized
to make”.6%
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Home Care and Community Services Act, 1994

The Home Care and Community Services Act, 1994 makes a statement about consent that
resembles that for long-term care, which is to say that providers cannot “provide a community
service to a person, without the person’s consent”.632 The CCAC Client Services Policy Manual
affirms that an SDM may provide consent where a community service involves nutrition.633

Health College and Association Policies

Most Ontario regulatory college and provider association policies do not specifically address
this issue. Although consent is often highlighted as an important and mandatory aspect of
care, in general, practice guidelines on care nearing the end-of-life also emphasize providing
adequate food and water.5** One policy advises providers to develop a care plan for “nutri-
tional/hydration approaches” and to “offer fluids and diet as tolerated and as desired by
the resident”.?®®> The LCO has also heard that facilities adopt conflicting informal policies
on whether to continue to offer food and water nearing the end-of-life.

To summarize this section, Ontario’s legal framework implies that an SDM’s consent is required
to withhold food and water to a person who is incapable.

In practice, however, the LCO is aware that the relationship between providers and SDMs is
much more fluid and consent is not provided on a regular basis for long-term, and home and
community care. This could contribute to varied expectations among providers and SDMs
about their respective decision-making authority.

ili. Are health care providers required by law to provide food and water?

Any possible requirements to obtain consent before providing food and water, discussed above,
would appear to conflict with other provisions in the Long-Term Care Homes Act, 2007 and the
Criminal Code. These statutes seek to ensure that persons who are in a relationship of depend-
ence with care providers are regularly provided with food and water by law.

The Criminal Code imposes legal duties on individuals in stipulated circumstances to provide
the “necessaries of life”, unless they have a “lawful excuse”.®*¢ Food and water fall within the
definition of necessaries of life.?3” The relevant Criminal Code provision reads as follows:

Duty of persons to provide necessaries

Every one is under a legal duty:
(c) to provide the necessaries of life to a person under his charge if that person

(i) is unable, by reason of detention, age, illness, mental disorder or other
cause, to withdraw himself from that charge, and

(ii) is unable to provide himself with necessaries of life.538
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The application of this provision to the circumstances at hand is not clear.?*® Professor Jocelyn
Downie has argued that the “[a]bsence of consent or, even more pointedly, the explicit refusal
of the necessaries of life through a clear and explicit instruction... is arguably a lawful excuse”
for not providing food and water.64° Insofar as a “lawful excuse” would mean a criminal offence
does not arise, under this interpretation, an SDM could refuse consent to food and water on
another’s behalf.

Another source of law which could potentially require providers to offer food and water for
some individuals is the Long-Term Care Homes Act, 2007. The Act states that licensees “Shall
ensure that residents are provided with food and fluids...”, and the regulations stipulate facilities
must offer each resident three meals daily, beverages at regular intervals and a snack in the
afternoon and evening.t* The Act also has detailed provisions to prevent and address neglect
that could, conceivably, prohibit the withdrawal of food and water.642

Again, one might argue that refusing consent would eliminate concerns about neglect. At the
same time, however, it could be difficult to argue that long-term care homes should not continue
to simply offer food and water (without force) as required by legislation.643

iv. Achieving legal clarity and consistency

As with our analysis of withholding and withdrawal of treatment, the LCO is concerned that
there be clarity and consistency under the law to ensure equal access to care for Ontarians.
Currently, there appear to be conflicting laws in Ontario respecting whether SDMs can refuse
consent to the provision of food and water. This could, in turn, affect whether individuals can
realize their own prior expressed wishes to die in this manner, similar to Mrs. Bentley.

If SDMs cannot refuse consent to the provision of food and water, there could be potential
inconsistencies with laws that do permit them to refuse consent to treatment, such as life support.
Whether these inconsistencies are principled, not arbitrary, is something to consider for this
project.

Not unlike current approaches to regulating different types of life-sustaining treatment
differently, providing the necessaries of life at home and in the community could, ostensibly, be
regulated separately under the law. Our project asks whether refusing consent to food and water
is substantively different from refusing consent to treatment, although the ultimate outcome
might be similar.

The LCO would like to hear about how decision-making about the necessaries of life should
be regulated from a law reform perspective. For instance, could providing food and water be
defined as “treatment” under the HCCA to clarify that consent from a person (or SDM) is required
in these situations? Or, could the Long-Term Care Homes Act, 2007 and Home Care and
Community Services Act, 1994 be amended to clearly and expressly exclude SDMs from refusing
to consent to the provision of food and water?
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5. Questions for discussion

12. There are connecting laws, principles and policies regarding decision making
for life-sustaining practices such as CPR, DN, and nutrition. What are the
strengths, weaknesses and gaps in Ontario’s current legal framework for
decision-making authority over life-sustaining practices?

13. Who should have authority to determine whether life-sustaining and life-
saving treatment (e.g., CPR, DNR) is offered to, or withdrawn from, a
patient - the patient (or SDM) or a health care provider? Under what
circumstances?

13. Should Ontario regulate the offering of food and water to persons nearing
the end of life, including the authority of SDMs to consent to withholding
necessities of life?

D. Palliative Sedation Therapy
1. Understanding palliative sedation therapy

Palliative sedation therapy is an end-of-life treatment that is clinically and legally accepted in
Canada. Palliative sedation therapy is intended to address the needs of patients who experience
intolerable suffering from refractory symptoms by administering medications that have the effect
of reducing consciousness.%44

The object of this therapy is not sedation itself, but symptom relief.4> Refractory symptoms
are present if all other possible treatments have failed or, in the patient’s circumstances, there
are no available or acceptable means to alleviate symptoms.64¢ Palliative sedation therapy may,
nonetheless, be combined with other palliative care treatments and accompaniments, such as
pain management.t4’

Palliative sedation therapy is intended to be a proportional response to symptoms, meaning
that the level of sedation and duration vary.*® There are two main forms of palliative sedation:
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1. Continuous palliative sedation, which involves providing therapy until a person
dies as a result of the natural course of illness. Continuous palliative sedation
may be clinically indicated in the last days or hours of life. Continuous palliative
sedation is not usually recommended for patients who are more than two weeks
away from death.%4°

2. Respite sedation, which is provided temporarily, as needed, and monitored.
Respite sedation involves an agreement with the patient about a timeframe for
sedation (e.g., 24 to 48 hours), after which the patient is awakened to determine
if he or she would benefit from further therapy or if the rest and stress reduction
improved the ability to tolerate symptoms.6>°

Palliative sedation therapy raises significant ethical concerns, especially when it is provided
continuously. Generally speaking, this treatment engages similar principles to those arising in
the context of other end-of-life practices, including beneficence, non-malfeasance, autonomy,
self-determination and security (see our discussion of these principles in section 6.C.2).

In addition, as mentioned above, proportionality is a core principle for palliative sedation therapy.®
Proportionality comes into play when assessing whether palliative sedation should be used
from the outset, since it is not clinically indicated when there are less-invasive interventions that
could be effective.>2 Proportionality also means that when palliative sedation is used, “the
dose of sedatives administered to the patient should not be higher than that needed to alleviate
the patient’s suffering”.t>3

The definition of symptoms gives rise to ethical concerns as well. In particular, the presence
of psychological (sometimes called “existential”) suffering is a very controversial grounds for
palliative sedation therapy.®** Most guidelines and policies do not recommend that psycho-
logical symptoms be considered sufficient for intervention, except in rare cases, and then only
in consultation with a palliative care team that can provide advice on alternative options.6>°
Nonetheless, psychological suffering is recognized as a contributor to the inability to tolerate
physical refractory symptoms.®>¢ And some argue that short life-expectancy and patient pref-
erences could justify the expansion of therapy to psychological suffering.®>”

Another ethical concern that engages all of the principles listed above is that palliative sedation
not be used to hasten death. Although palliative sedation may be provided until the point of
death and may sometimes involve the withdrawal of life supports, from an ethical standpoint,
it is not intended to hasten death.>® Sometimes this is referred to in terms of the doctrine of
“double effect”: since the intent of the provider administering the sedatives is to control the
suffering at the end of life, and not to shorten life, the practice is ethically distinct from the
practice of intentional killing.6%°

The principle of proportionality is essential to concerns about hastening death because

continuous palliative sedation without life-support could conceivably affect life-expectancy
when it is provided to a person whose death is not imminent.
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There is a complex relationship between palliative sedation and medical assistance in dying.
The LCO has heard that some patients, family and friends do seek to use palliative sedation as
a form of medical assistance in dying.?®© The LCO heard there is a risk that palliative sedation
could be used for patients who are not eligible for medical assistance in dying, such as those
whose death is not reasonably foreseeable or who rely on an SDM to consent to treatment due
to incapacity. (On the eligibility criteria for medical assistance in dying, see chapter 4.E.) Some
patients may forego palliative sedation now that MAID is available. As MAID is integrated into the
legal, policy and practice landscape, approaches to palliative sedation may see some adjust-
ments.

For persons who are nearing death, there is no evidence that nutrition or hydration is physio-
logically relevant to hastening the death of a sedated person.t®

Although palliative sedation therapy is clinically and legally accepted, it is not yet regulated under
statute or in standardized polices that apply across the province of Ontario. Given that the
practice raises concerns about abuse or misuse, capacity and informed consent, and equality
in access, the LCO’s project considers whether it ought to be addressed, and if so, how.

2. Legal framework for palliative sedation therapy

Palliative sedation is not currently the subject of a specific or separate regulatory regime in
Ontario. And unlike the withdrawal and withholding of treatment and medical assistance in dying,
palliative sedation has not been subject to a constitutional or other legal challenge. Therefore,
there is no case law to guide the practice in terms of eligibility criteria, procedural requirements
and safeguards against abuse. Moreover, in Ontario there is no statute that purposefully addresses
palliative sedation therapy.6%2

The Supreme Court referred to palliative sedation therapy in Carter as a matter of dignity and
autonomy in the face of a grievous and irremediable medical condition.®®3 In comparing pallia-
tive sedation and other end-of-life practices to medical assistance in dying, the Supreme Court
did note that palliative sedation raises equal concerns about capacity and decision-making,
vulnerability and the possibilities of bias and misuse, remarking “Concerns about decisional
capacity and vulnerability arise in all end-of-life medical decision-making”.664

There are no special procedural or other requirements for palliative sedation therapy in Ontario.66>
In terms of consent and decision-making, the Health Care Consent Act, 1996 applies to palliative
sedation just as it does to other treatment decisions nearing the end of life. Thus, health care
providers must obtain consent to provide therapy from a patient or SDM in the patient is incapable.
The person (or SDM) must have the ability to understand the information that is relevant to
making the specific decision at hand, and to appreciate the reasonably foreseeable consequences
the decision.66¢

Applying the same legal framework to palliative sedation as to other treatments is akin to the
regulation of withdrawal and withholding of treatment in Ontario, but it differs from medical
assistance in dying. In the latter case, there are heightened safeguards against abuse, including
the requirements for a second opinion, documented request, signatory witnesses and the
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presence of mental capacity up until the person receives treatment.®¢’ In all end-of-life decision-
making, capacity is decision-specific.

While there are no statutory or case law requirements for palliative sedation therapy in Ontario,
various regions and organizations have adopted policies and guidelines to regulate the practice.

For instance, in 2012 a number of clinicians with the Canadian Society of Palliative Care Physicians
developed the Framework for Continuous Palliative Sedation Therapy in Canada. The framework
addresses a wide-range of issues including definitions, aims, ethical considerations, decision-
making and policy strategies. The framework suggests that palliative care institutions and pro-
grams should adopt policies, possibly, in consultation with regulatory and legal authorities.®%
Among other recommendations, the framework proposes enhanced conversations about and
documentation of informed consent for palliative sedation therapy.58°

Further organizational guidance has been provided by CPSO and the RNAO Palliative Care
Nurses Interest Group.6’° The LCO located separate guidelines published by three regions in
Ontario.®”' We are also aware that some clinicians in Ontario favour standards developed in other
jurisdiction, such as the British Columbia, Fraser Health, Refractory Symptoms and Palliative
Sedation Therapy Guideline.672

Studies have demonstrated that a large majority of Canadian physicians agree on core issues
relating to clinical aspects of palliative sedation therapy, such as the kinds of symptoms it is
indicated to treat, the exercise of caution around psychological suffering, and the use of certain
medications.®”® Nevertheless, the available sources in Ontario and Canada do vary in their level
of detail and recommendations.

For example, the Fraser Health guidelines apply to adults age 19 and over, while other documents
do not specify age limits, and the LCO is aware that children do receive palliative sedation in
practice.

A recent study of an Ontario hospital also revealed a lack of consistency in operational definitions
and documentation.?” The authors found that patient records had no documentation of palliative
sedation in 65% of cases, no identification of symptoms in 46% of cases and no records on informed
consent in 41% of cases. In cases where consent was documented, “the consent provider was
often unclear” and “[t]lhere were no documented discussions about artificial nutrition and
hydration before [palliative sedation] initiation”.67®

To be sure, the lack of documentation in this one study does not indicate that discussions
about palliative sedation had not, in fact, taken place.?’¢ Nor does it speak to practices in other
care settings. Nonetheless, our overall discussion above shows that there are concerns about
the existing regulatory framework for palliative sedation in Ontario relating to consent, vulner-
ability, inconsistent terminology, lack of documentation and fragmentation in standards.
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3. Possible avenues to address challenges with palliative sedation therapy

There are multiple avenues to improve clarity, consistency, safety and other challenges with pallia-
tive sedation therapy. Options for reform might include the following:

e creating a legislative framework

e elaborating clinical guidelines through a taskforce or network approach
(e.g., with OPCN or MOHLTC involvement)

* requesting that regulatory colleges adopt thorough clinical guidelines.

In considering approaches to clarifying the issues surrounding palliative sedation, it is important
to think carefully about both the benefits and the downsides of legislative and non-legislative
approaches.

Approaches in other jurisdictions may provide insights into how these options might work. For
example, Quebec’s An Act Respecting End-of-Life Care establishes a statutory framework for
requesting and documenting palliative sedation therapy. Quebec’s legislation only applies to
continuous palliative sedation therapy. It stipulates what must be provided for consent to be
“informed”, and requires a request from a patient or SDM to be documented in a prescribed
form and filed in the patient’s record.””

Alberta has taken a different approach. Alberta Health Services has recommended that a
provincial palliative sedation clinical guideline be developed by an expert panel in conjunction
with the government and a provincial steering committee that is working on broader palliative
care advancements. Alberta’s recommendations are situated within its overall provincial strategy,
the Palliative and End-of-Life Care Provincial Framework.

As Ontario moves toward developing our own provincial strategy on palliative care, we may also

be able to build on lessons learned from organizational and regional guidelines that are already
being used in this province.

4. Questions for discussion

15. Should Ontario regulate the clarity, consistency and safety of palliative
sedation therapy considering the ethical challenges, medical assistance
in dying, and the need for safeguards like informed consent?
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E. Managing Planned Deaths at Home
1. Dying in the comfort of home

A majority of Canadians would prefer to die at home.*”® “Home” in this context denotes a range
of settings, including but not limited to a private home, residential hospices, retirement home
and long term care homes. “Home” is distinguishable from hospital settings for acute care, such
as the ICU.

Despite this preference, several studies demonstrate that hospitals are a common place of
death in Canada. In a report commissioned by the LCO, Wilson and Birch found that 41.2% of
Ontario residents who died in 2014-2015, died in hospital.?8° Various social determinants have
an impact on place of death, and reports by Health Quality Ontario, among others, provide
some information on what these may be.%®

LCO’s background consultation identified two potential contributors to a good home death of
a legal nature. These are: the sufficiency of decision-making tools to support consent and ad-
vance care planning (which we review in section D, above); and the accessibility of processes
to certify that a person has died in the home.

This chapter addresses legal barriers to planning for and managing deaths that are expected
to occur in the comfort of one’s own home.

2. Difficulties family and friends encounter when a person dies at home

When a person dies at home, surrounding family and friends are not always well-informed
about what to do to. In Ontario, there are processes that exist to facilitate the direct transfer
of the deceased from home by funeral services, namely, the “expected death in the home”
(EDITH) protocols and guidelines of the Coroner. However, people may not have planned ahead
or know what these processes involve and, understandably, people often call 911 for help.%82

Once 911 is called, emergency responders become involved - such as the police, ambulance and
firefighters - as well as the Coroner’s office.®®® This can lead to distressing and confusing ad-
ministrative complications that disrupt the natural bereavement process that many family and
friends experience immediately after someone’s death.

If family or friends do not call 911 and, instead, contact a funeral home directly, the LCO has
heard that funeral services routinely ask family members to obtain a death certificate before
they will transport the deceased. However, there are frequent delays in obtaining death certifi-
cates that many stakeholders informed the LCO cause suffering for grieving families.

Addressing improved planning and management of deaths that are expected to occur in the
home was one of the foremost challenges that stakeholders cited during the LCO’s preliminary
consultations. Moreover, while the CPSO was updating its policy on end-of-life, it released a
brief paper documenting this as an area as one in need of change.%8*
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3. Legal framework for transferring the deceased to a funeral home

There are two ad hoc tools that have been created in Ontario to aid expected deaths at home:
Expected Death in the Home (EDITH) Protocols and Office of the Chief Coroner for Ontario
guidelines. This section considers gaps in the legislative framework that have given rise to
these stop-gap approaches. We consider EDITH Protocols and Office of the Chief Coroner
guidelines in the next section on strategies for reform.

When individuals are at the end of their lives and are able to die naturally at home, rather than
in hospital, their family and friends are not required to initiate a police or coroner’s investigation
when death occurs. In normal circumstances, a funeral service can transport the deceased away
from the home to preare for burial, cremation or other services. In the less usual circumstances,
the coroner or police must be notified under the Coroners Act where there is reason to believe
that the death was suspicious or requires investigation (e.g., violence, negligence, suddenly and
unexpectedly).8> Otherwise, a funeral service can transport the deceased away from the home
to prepare for burial, cremation or other services.

The Vital Statistics Act (VSA) creates some restrictions on how the deceased can be treated.
For instance, burial, cremation, funeral services and transportation outside a municipality cannot
take place until required documentation has been obtained.?® Documentation under the VSA
includes various documents that the funeral director plays a role in coordinating; however,
they also include a “Medical Certificate of Death”, which funeral services rely on others to
prepare.®®” In Ontario, death certificates can only be issued by one of three professionals: a
physician, nurse practitioner or the coroner.%8® Legislation was also recently introduced that,
if passed, will clarify the operation of the VSA in circumstances in volving MAID-related deaths
(see section 4.E).

To be clear, the VSA does not require funeral services to obtain a death certificate before
transporting the deceased away from the home as long as they remain in the municipality.
Therefore, there is no prohibition against quickly alleviating family and friends of the organi-
zational tasks involved in obtaining a death certificate. Nonetheless, on the ground, funeral
services commonly refuse to follow a request to do so. The LCO was informed that funeral
services fear the potential liability that could be attached to transporting a deceased where the
death actually was suspicious and they prefer the reassurance of a death certificate in advance.
In addition, we were told that if funeral services take charge of the deceased, it can be
challenging for them to assume the burden of arranging the death certificate.

At the same time, we were told that it can be incredibly difficult for family and friends to
arrange for a physician or nurse practitioner to visit their home to issue a death certificate, as
many professionals are not habituated to making home visits after hours or on weekends. In
context of a MAID death, a physician may be present or not as people have the right to self-
administer. Consequently, family and friends may end up contacting the police or coroner’s
office in the event of either a natural or MAID death to reduce any delay associated with the
burdensome process or arranging the attendance of a physician or nurse practitioner.
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The legislative framework is, however, clear that a physician who has been attending to a person
in the dying process or is aware of the illness must issue a death certificate. The relevant
provision of the VSA regulations reads

[A physician] who has been in attendance during the last illness of a deceased
person or who has sufficient knowledge of the last illness shall immediately after
the death complete and sign a medical certification of death...and shall deliver the
medical certificate of death to the funeral director.68®

The CPSO policy on Planning for and Providing Quality End-of-Life Care emphasizes the obligatory
nature of this role and advises physicians,

When a decision is made for a patient stay at home as long as possible or to die
at home, it is recommended that the physicians plan in advance by designating
the physician(s) or nurse practitioner(s) who will be available to attend to the
deceased in order to complete and sign the medical certificate of death. It is also
recommended that physicians inform caregivers of this plan.®%°

The VSA regulations contain similar provisions regarding nurse practitioners with primary
responsibility for the person’s care. Nurses are also mandated to issue a death certificate and
deliver it to the funeral director immediately, but in more limited circumstances.®® As nurse
practitioners will often be the provider with whom the person has more frequent contact, there
are several educational tools designed for them from the RNAO, CNO and Government of
Ontario.t°?

Despite the straightforward legal responsibilities in this area there remains a lack of education
for individuals, families and friends (and therefore a lack of planning) as well as a lack of respon-
siveness from health care providers in visiting the deceased’s home to issue a death certificate
in a timely manner.

4. Strategies to better plan for and manage home deaths

We mentioned above that there are two stop-gap strategies currently being used in Ontario
to enable a timely transfer of the deceased to a funeral home without having to engage the
coroner’s mandate. The first avoids emergency services and the coroner’s office altogether:
EDITH Protocols.

EDITH Protocols evolved as a grassroots response to a perceived gap. These are community-
based tools, developed on the basis of shared principles and common needs, but regionalized
in response to local needs and differing somewhat in their specific contents. EDITH Protocols
are overwhelmingly favoured in the palliative care community across Ontario as the community-
based tool to facilitate at home deaths. Moreover, the CPSO end-of-life policy refers to EDITH
Protocols when advising physicians to take into account community strategies.®®3

It is important to understand that there is not a single EDITH Protocol. Cancer Care Ontario along

with several CCACs, and LHINs disseminate an EDITH Protocol with instructions.®®* The specific
contents of EDITH protocols vary.
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EDITH Protocols provide funeral homes with the reassurance that they may transport the
deceased after death upon a so-called “pronouncement” of death, before a death certificate
is provided. They enable nurses, beyond nurse practitioners, to make a pronouncement and
states that a physician will provide the funeral home with a death certificate within 24 hours. It
thus gives funeral homes the security they seek and permits physicians added time to issue the
death certificate. EDITH Protocols also contains information to confirm that CPR is not included
in the treatment plan, identifies the primary health care provider and an alternate with their after-
hours contact information, and contains information on alternative courses of action should
problems arise.t9>

While the LCO has heard criticism of the specific content of particular EDITH protocols, ithe
LCO has heard that EDITH protocols generally viewed as effective and easy to use. The major
concern is inconsistent adoption across the province as an optional tool that some may not be
aware of.

Ontario’s second stop-gap tool was created by the Office of the Chief Coroner as guidelines
to simplify the process of obtaining a death certificate in cases where they have already been
called in.%%¢ The guidelines specify a process for Office of the Chief Coroner employees to
manage the situation in a timely manner and to avoid investigatory proceedings. The LCO was
informed that the coroner’s guidelines have been updated over time and are operating very
well in practice.

To the extent that the coroner’s mandate is to investigate unexpected and suspicious deaths,
their involvement in facilitating home deaths is being provided out of the Chief Coroner’s
generous vision of good public service. However, the coroner should not be required to be
called-in to facilitate the transfer of a deceased to a funeral home during a very private and
sensitive time.®®” The LCO heard that family and friends prefer the familiarity of physicians or
nurses with whom they’ve been in contact rather than new and unfamiliar faces immediately
after a loved one has died.

Because EDITH Protocols are working well, a significant number of stakeholders suggested the
LCO recommend law reform measures to standardize this approach. Ensuring that health care
providers broach conversations about planning for at home deaths would be an important
part of this strategy.

The LCO also found that British Columbia has taken a novel approach to instituting a province-wide
protocol, called the Joint Protocol for Expected/Planned Home Deaths in British Columbia.t%®
The protocol allows family and friends to dispense with both a pronouncement of death and
death certificate prior to funeral services transporting the deceased.

The British Columbia protocol may be used when the patient’s physician completes the form,
sends it to the funeral home before the death, and agrees to fill out the death certificate within
48 hours after the death. In these situations, family and friends can themselves contact the funeral
home directly to arrange for transportation without the involvement of a health care provider
at all. Due to the advance documentation and information sharing, the funeral home should be
prepared when the time comes.
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Participants in the protocol include the provincial government, Office of the Chief Coroner,
health regulatory colleges and the Funeral Services Association of British Columbia, among
others.%9? |t is also buttressed by specific provisions in provincial legislation, listing who has a
right to contact funeral services after the death.”’°® The legislation contains a hierarchical list
of delegates beginning with the personal representative named in the deceased’s will, then the
spouse and onto others from there.”™

With this range of possible options available, the LCO would like to hear more during our
consultations about what types of reform would be more appropriate for Ontario. EDITH
Protocols are already being widely used across the province and have proven to be effective.
On the other hand, the British Columbia model would limit the formal requirements to arrange
for funeral services to transport the deceased without delay. In particular, the LCO would like
to hear about the potential benefits and drawbacks of a legislative or regulatory response, as
opposed to, for example, policies or standardized protocols.

5. Questions for discussion

16. Which options are preferred to better plan for and manage expected deaths
at home? Would it be beneficial to have a province-wide strategy or formal
regulation?

F. Understanding the Experiences of Supporting Professionals
1. Addressing the concerns of health and legal professionals

Improving the last stages of life will depend in large part on understanding and addressing the
experiences of professionals who support persons who are dying and their family and friends.
Professionals themselves require practical, ethical and moral supports to effectively provide for
others. They are also individuals in their own right who are deserving of dignity and equality
under the law.

The LCO’s project examines how work-related challenges can be minimized for two types of
professionals that play an essential role in this domain: health care providers and legal profes-
sionals. The health care providers we address mainly offer services to patients, SDMs, family
and friends, while legal professionals advise these persons as well as health care providers,
facilities, government and organizations such as regulatory colleges.
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In the following section, we review employment protections for health care providers who
suffer mental and moral distress as a result of continuously supporting persons through death
and dying. Then, we consider legal professionals’ challenges receiving guidance on practice
and ethics in this growing legal field.

2. Health care provider mental and moral distress
i. Explaining the scope of the LCO’s review on health care provider interests

The LCO received many comments from members of the public about several challenges that
health care providers face in providing palliative care. The foremost challenges that were iden-
tified were the lack of moral supports for psychological distress, lack of clinical education
(especially for primary care providers), and the desirability of expanding aspects of registered
nurses’ scope of practice to increase accessibly to a range of services (e.g., medications, death
certifications, treatments).

Of these issues, the LCO’s project will only address health care providers’ employment-related
psychological supports for a number of reasons. First, when we asked stakeholders about
limitations on the LCO’s project, we were advised not to address matters of clinical practice,
and we agree. The LCO views the analysis of health care providers’ scope of practice as falling
outside our mandate as a law reform agency. Second, the LCO is concerned that making
recommendations about strengthening education for health care providers relating to palliative
care would duplicate the ongoing efforts of the OPCN and MOHLTC.

Moreover, any review of education for health care providers relating to capacity, consent and
advance care planning would overlap with the LCO’s own project on Legal Capacity, Decision-
Making and Guardianship. A final report with detailed recommendations was released in early
2017, and is available on the LCO’s website.

We also provided you with an overview of key findings and recommendations relating to educa-
tion, information and quality assurance in the capacity and decision-making project in section
D.3 of this chapter.

To read more about the LCO’s project scope, please see ch. 1.C, “The project scope
incorporates ongoing developments,” and ch. 1.D.2, “Project development, research
and consultations.”

il. Work-related mental and moral distress

The serious mental and moral stress that health care providers experience when working con-
tinuously with persons nearing death was a recurring theme during the LCO’s consultations.
Stakeholders requested that the LCO consider opportunities under the law to support health
care providers across all care settings with psychological wellness.

The existing literature confirms that persons working as health care providers experience a
higher incidence of stress and “burnout” than employees in other sectors.’°2 Burnout out is a
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“persistent, negative work-related state of mind” characterized by feelings of exhaustion and
distress, and the “development of dysfunctional attitudes and behaviours”.”°3 Aside from stress
and burnout, the LCO heard that health care providers can develop mental health issues relating
to trauma and depression if they do not receive adequate care.

Health care providers naturally have psychological responses to their professional environments,
which include emotional responses to contact with patients who are suffering and dying.”®4
Palliative care providers, in particular, have a very high burnout rate that is especially high among
nurses, social workers and chaplains.’®® Specific stressors for palliative care providers include

..absorption of negative emotional responses, breaking bad news, challenges to
personal beliefs, coping with inability to cure, immersion in emotional clashes, poorly
defined roles, recurrent exposure to death, working in an area of uncertainty, patient
suffering, and secondary trauma.’®®

Palliative care staff has been found to be “at risk of poor psychological outcomes as a result
of insufficient ability to cope with these demands”.”?”

Nurses and PSWs in long-term care homes also face stressors connected to caring for persons
with declining health and dementia, and to their regular exposure to death.”°® One study in On-
tario by the Quality Palliative Care in Long-Term Care Alliance found that staff often goes
through a process of grief and bereavement after a resident passes away. About 80 to 90% of
services in long-term care are provided by PSWs who offer very personal forms of assistance,
such as bathing, feeding, dressing and caring for residents’ psychosocial needs.”®® Residents
and staff may develop close bonds through intimate contact, and staff may experience in-
tense grief upon a resident’s death.”™©

However, this same study found there is a lack of systemic education and supports for providers’
mental wellness:

The LTC setting provides little formal support for staff in managing their grief
and loss when a resident dies... staff does not systematically receive training on
grief and bereavement, despite the regular occurrence of death. As more residents
live and die in LTC homes, it is important for staff to have access to support that
enhances their ability to continue providing compassionate and quality care.”"

These findings on long-term care homes mirror what the LCO heard about the inadequacy of
wellness supports for health care providers in other care settings as well.

Unfortunately, supports for providers to alleviate stressors and address grief and bereavement
are not well researched or understood.”? Therefore, implicit in our discussion about legal frame-
works for employment protections is a recognition that more reliable information is necessary
to understand what successful interventions might look like.
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ili. Legal framework for employment health and safety protections

Some providers will fall within the ambit of Ontario’s Occupational Health and Safety Act. The
Occupational Health and Safety Act protects employees from health and safety “hazards” in
the workplace that could potentially result in harm.”™ The Act requires employers to internalize
workplace responsibilities by imposing various legal duties to minimize hazards and respond
to harms. In most situations, employers shoulder the greatest burden to protect the health
and safety of their employees.”

Workplace protections are fairly limited to particular types of hazards in the workplace, such as
unsafe physical environments and harassment.””> However, in addition to specific protections, the
Occupational Health and Safety Act establishes a general duty to take precautionary measures
and provide resources to protect workers:

Duties of employers

s.25(2) ...an employer shall,

(a) provide information, instruction and supervision to a worker to protect the
health or safety of the worker

(h) take every precaution reasonable in the circumstances for the protection
of a worker.”1®

There are no provisions in the Act that expressly deal with the mental health of workers. More-
over, the LCO received information indicating that workplace environments that may negatively
impact employees’ mental health are not considered to be “hazards” that could give rise to any
legal duties under the statute.

In 2013, the Standards Council of Canada, a federal Crown corporation, published voluntary
standards on protecting employees in the workplace from mental health issues, called Psycho-
logical Health and Safety in the Workplace.”7 However, the Occupational Health and Safety
Branch of the Ministry of Labour (MOL) has prepared guidance for inspectors stating that this
standard should not be considered a reasonable precaution, which employers are required to
implement in order to comply with the general duty to protect workers.

Providing for the mental health of workers is, nevertheless, a developing area. In 2014, the MOL was
mandated to support mental health in the workplace by engaging with companies that have
introduced strong mental health programs and working with employers to expand on employer-
provided services.””® The following year, MOL hosted a summit on work-related traumatic stress.””
These initiatives culminated in new legislation in 2016, which amended the Workplace Safety
and Insurance Act, 1997 to better account for the prevalence of post-traumatic stress disorder
(PTSD) in first responders, including paramedics and emergency medical attendants.”2°

Under the new legislation, the Workplace Safety and Insurance Board (WSIB) must presume that
PTSD is work-related, unless the contrary is proven, which lightens the employee’s burden in
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claiming benefits.”? The Ministry of Labour is now also authorized to direct employers to report
on their plans to prevent employment-related PTSD.72?

Needless to say, these gains are extraordinarily positive. Still, amendments to the Workplace
Safety and Insurance Act, 1997 are limited in terms of the types of providers who might be
touched by stressors considered in this project. Many health care providers are not covered who
might experience workplace distress, such as nurses, social workers and PSWSs.”2® The legislation
is also aimed at employees whose injury rises to the level of a diagnosed psychiatric disorder
(i.e.,, PTSD).74

Therefore, beyond these recent gains, the LCO’s project considers whether health care providers
who habitually support patients who are dying could benefit from a similar expansion of occu-
pational health and safety legislation to address the emotional repercussions of their work
situation, or if there are other legislative or policy reforms which would be effective and appropriate.

iv. Competing rights and the health care context

LCO’s background consultations heard from health professionals who identified ways in which
the challenges of providing care during the last stages of life may be compounded by compet-
ing rights or duties. The challenges associated with these competing rights are particularly
complex because of the range of settings in which end of life care takes place, including patient’s
homes.

Given the incredible diversity of Ontario society, it is not surprising that situations arise where
there are conflicts between the rights of individuals, and it is likely that the incidence of these
types of conflicts will only increase.

These may be conflicts between competing human rights. The right to be free from discrimi-
nation on the basis of gender or sexual orientation may come into conflict with rights related
to creed, for example where a patient makes a request based on his or her creed, for care to
be provided by a professional of a particular sex or sexual orientation.

There may be conflicts between different types of rights and responsibilities. For example, a
patient may, for reasons related to creed of culture, request that a service provider remove
footwear in the home or certain areas of the home, but this may conflict with health and safety
requirements related to foot protection.

There may be circumstances where a patient unintentially engages in offensive behaviours
that violate the rights of health care providers - for example, because of dementia.

Health care professionals provided us with many examples of these types of conflicts.
These challenges are not unique to the health care setting, and within the health care setting,
are not particular to end of life care. However, the gravity and emotional weight of end of life

care may bring an increased pressure and difficulty to managing and resolving these conflicts
at the end of life.
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In an effort to assist Ontarians with addressing these challenges, the Ontario Human Rights
Commision released a Policy on Competing Rights in 2012. The Policy is intended as a tool for
individuals and organizations, and sets out a process for analyzing and reconciling competing
rights.”?>

The OHRC’s Policy points out the no rights are absolute, and no right is more important than
any other right. All rights must be given consideration. Rights have limits in circumstances where
they substantially interfere with the rights of others.”26

The Policy suggests processes for resolving competing rights claims that involve human rights
issues, including informal dispute resolution processes and more formal ADR approaches. In some
cases, disputes may find their way to the Human Rights Tribunal of Ontario.

Competing rights raise issues far beyond the scope of this project, and it is not the intent of the
LCO to broadly address these challenges. However, these challenges are an important consid-
eration in understanding the needs for supports among those working to provide care at the
end of life. Strategies for improving supports should take these challenges into account.

V. Opportunities to improve mental health supports in the workplace

We mentioned above that there is inadequate information on successful interventions to prevent
and respond to mental distress for health care providers providing services to persons in the
last stages of life. Yet some suggestions in the literature include strategies to

e integrate education and awareness about mental health into the workplace,
including strategies to manage grief and loss

» clearly delegate responsibility to plan and implement mental health protection
measures within the organization

* educate employees in leadership roles to promote and address the
psychological health of employees (e.g., supervisors, managers, unions)

* reduce financial barriers to care through health care benefit coverage
e encourage peer support and conversations about their experiences.”?”

The LCO would like to know whether such strategies could be incorporated into employment
health and safety legislation (i.e., Occupational Health and Safety Act), into sectoral frameworks,
such as the Long-Term Care Homes Act, 2007, or through the LHIN’s mandate under the Loca/
Health System Integration Act, 2006. Improved supports for palliative care providers could also
possibly be included in Ontario’s developing provincial palliative care strategy.

The LCO believes that further investigation of opportunities to improve psychological services
for health care providers could build on advancements for first responders at risk of PTSD as
well as systemic programs that counter harms which are not always physical, but have gained
acceptance over time, such as workplace harassment.”?®
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3. Ethical and practice difficulties for legal professionals
1. The role of legal professionals nearing the end of life

When individuals become ill or transition into their older years, they often go to lawyers to assist
with drafting a will or POA, or to seek out advice about their rights. Legal professionals are usually
advocates: they represent clients in disputes and offer supports to help them navigate through
the complexity of Ontario’s health, social and legal systems. In addition to individuals, their clients
may be counsel for government, regulatory colleges, health care providers and facilities. Legal
professionals may also be educators and adjudicators in administrative tribunals or the courts.

Legal professionals may face a variety of challenges when it comes to advising clients who are dying
and those around them. Similar to our approach to health care providers, this project does not
consider challenges with education for legal professionals on decision-making issues due to
our work on that subject in the Legal Capacity, Decision-Making and Guardianship project (see
section 3.D of this chapter). However, legal professionals who work with those who are dying
have particular experiences that should be acknowledged.

In order to gain an appreciation of their interests, the LCO held an event to gather evidence from
legal professionals with expertise in this practice area, called the “Roundtable on Legal Ethics
and Practice for the Last Stages of Life”. The roundtable is introduced briefly in section 1.D.2
of this discussion paper and more thoroughly in Appendix E. We primarily rely on information
received at the roundtable in this section.

2. Understanding the experiences of legal professionals working with end of life issues

In their practice of law, legal professionals may face challenges or require support in under-
standing their responsibilities concerning the practice of law (e.g., advising clients, resolving
disputes) as well as ethical duties that arise from practice. The Law Society of Upper Canada
(LSUC) governs Ontario’s lawyers and paralegals in accordance with the Law Society Act.”?°

Legal professionals must conduct themselves in a manner that is consistent with the LSUC’s
Rules of Professional Conduct and By-Laws (Rules).”?° Like health care providers, other sources
of guidance for legal professionals might include rules established under the common law or
knowledge gained from professional development opportunities and community networks.

Since legal professionals deal with the law, by definition, ambiguities in Ontario’s legal system
pose significant problems for them. Without clarity in law, it can be stressful to advise clients
with confidence and certainty about their options. Lawyers may also inadvertently perpetuate
misinformation in the community as a result. As one lawyer told us, “lawyers don’t know what
they don’t know”.”¥ During the Roundtable, some lawyers expressed their view that greater
clarity would be beneficial with respect to the withdrawal and withholding of life-sustaining
practices, and use of DNR orders (see section B, above).

Apart from complications with the law, legal professionals at the Roundtable reported a number
of practice and ethical challenges. Examples of core issues they struggle with involve the following:
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1. Duties towards persons who may be indirectly affected by immediate clients:
Nearing the end of life, planning and decision-making can involve patients, family
members, SDMs, health care providers and facility operators. When a lawyer
represents anyone of these individuals there could be ramifications for the other
parties. Lawyers owe a duty of loyalty to their clients and the Rules of Professional
Conduct require them to advocate for the client, but they do not speak to broader
obligations to others (except when a child’s health, welfare or security is affected).
Some lawyers questioned whether, for example, a lawyer representing a health
care provider treating a patient should have obligations toward the patient, given
that the client itself (the health care provider) owes duties to the patient? What
might this look like if a lawyer is representing an SDM, who is not acting in the patient’s
best interests? The LCO heard from attendees at the roundtable that the reach of
a lawyer’s responsibilities might be revised to include other vulnerable persons when
essential health care issues are at stake.

2. Determining the lawyer’s role in assessing capacity: In this discussion paper, we
have concentrated on capacity to grant a POA for personal care and to make
treatment decisions, but there are other domains of decisional capacity as well.
Capacity is decision-specific. For example, lawyers may need to determine whether
a client has capacity instruct counsel. Legal professionals at the Roundtable
expressed a need for greater practical guidance on the standard for capacity to
instruct counsel and how to conduct such an assessment. Greater guidance was
also desired on the practical and ethical issues associated with representing clients
who may be legally incapable with respect to treatment. The Rules require lawyers
to “as far as reasonably possible, maintain a normal lawyer and client relationship”
when a client has diminished capacity.”*®* However, the LSUC’s commentary on the
Rule is general and does not discuss the interaction of different capacity issues.
Related issues were raised in the LCO’s project on Legal Capacity, Decision-making
and Guardianship, and were the subject of proposals for reform in recommendations
33 and 34.

3. Knowing how to manage dynamic family relationships: Lawyers are regularly
approached to represent a patient by a family together or, even, separately by a
spouse, parent, sibling or child. Family relationships nearing the end of life can be
marked by disputes and heightened emotion and they may give rise to possible
conflicts of interest for lawyers who become involved in family dynamics. Family
members may contact lawyers seeking private health or legal information. Further-
more, capable patients may defer to their family members to make treatment
decisions for them. The Rules of Professional Conduct advise lawyers on managing
conflicts of interest and confidentiality.”** However, legal professionals expressed
a desire for more practical and specific guidance on these issues.

4. Representing children who are nearing the end of life: Representing children can
be a challenge because of family and health care team dynamics. For example,
the LCO was told that children’s voices are not always heard within the context
of prevailing models for decision-making that are used when children are ill. Health
care providers often adopt a team approach involving the providers, parents and
child together in decision-making; however, the LCO heard that children’s voices
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can sometimes be subsumed or influenced by that of their parents in the process.
Health care providers may not assess a child’s capacity for decision-making and
children may not be informed about their rights - adults speak about them, rather
than to them. Participants in the roundtable mentioned that children have two
options for legal representation: advocates (when the lawyer represents the child)
and child protection. Questions about whether to represent a child or involve
child protection or other independent counsel are ones that lawyers find hard to
answer. Although the Rules of Professional Conduct require lawyers to advise
clients to take the child’s best interests into account in adversarial proceedings,
they do not address how lawyers proceed when they are representing children.”3®

5. Disclosing information regarding medical assistance in dying: Overall, legal prO-
fessionals did not see many practice and ethical dilemmas for lawyers resulting
from the availability of medical assistance in dying since it will be delivered by health
care providers. However, they did observe two topics for review: the creation of
rules on lawyers’ conscientious objections and referrals, and the revision of existing
Rules on disclosure of confidential information. The Rules of Professional Conduct
currently permit lawyers to disclose information if the lawyer believes there is an
imminent risk of the client’s death.”3¢ Legal professionals expressed concern that
this Rule could lead to the disclosure of sensitive information about medical assis-
tance in dying to family and friends, who the client would rather not have know.

6. Recognizing where the lawyer’s competence ends and facilitating referrals: Legal
professionals may have limited expertise when it comes to clinical practices, rel-
gious beliefs, alternative courses of action or other knowledge and skills that feature
in health care matters. Under the Rules of Professional Conduct, when lawyers lack
competence they should decline to act, obtain the client’s consent to consult or
collaborate with a lawyer who is competent, or seek out advice from experts in non
legal fields.”®” Yet the LCO was informed that legal professionals may not be com-
pensated for assuming such a “liaison” role or for making referrals to non-legal
experts, such as religious leaders or social workers. Participants were hesitant to say
that lawyers ought to take on this responsibility, rather some suggested that
strengthened independent advocacy, for instance through an end of life care
coordinator, would be preferable.

4. Questions for discussion

17. How can strategies for addressing the needs of health care providers assist
with mental and moral stress? How can health care practitioners be better
prepared to manage disputes?

(continued)
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18. Do legal professionals require specific education and guidance on matters
relating to the last stages of life, and what form might this best take?

G. Accommodations and Supports for Faith and Cultural Communities
1. Introduction

Palliative care’s holistic philosophy was originally conceived by Cicely Saunders, a deeply religious
person who sought to integrate pain management with community environments and spiritual
engagement.”*® As a result, “Religion has had a profound role in shaping the development of
the international hospice movement”, as has respect for community membership.”3?

Saunders’ use of the term “spiritual” was connected to her own religious traditions.”° It preceded
contemporary usage of the same term to mean a value system apart from, or at least not nec-
essarily, connected to religion.” In this section, we explore the relationship between concepts

including “religion”, “faith”, “spirituality”, and “culture” to understand how they overlap and differ
before beginning our review.

Following our discussion of terminology, we consider the significance of faith and culture to
quality care in the last stages of life. We then review Ontario’s existing legal frameworks for faith
and cultural rights. Finally, we analyze challenges and opportunities for reform.

Much of this section relies on a report the LCO commissioned from external experts. The papet,
Integrating Religious and Cultural Supports into Quality Care in the Last Stages of Life in Ontario,
presents new qualitative information that the authors gathered in consultation with health care
providers, faith leaders and representatives of cultural communities in Ontario.”?

To read the full research paper commissioned by the LCO on faith and cultural issues, please
visit our website at www.lco-cdo.org.

2. Significance of faith and culture nearing the end of life
i Defining faith and culture

The LCO has chosen to use the terms “faith” and “culture” in our report for their broad scope
and regular usage among stakeholders whom we consulted. We intended these terms to be
inclusive of other words relevant to the issues the project reviews such as “religion”, “ethnicity”,
"ancestry” and “language”. We also acknowledge they might overlap with additional social

concepts such as “race”.
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The Ontario Human Rights Commission (OHRC) recognizes that individuals see themselves and
others as a “unique combination of identities”.”3 Within the human rights system, there are
distinctive attributes associated with each ground for equality (e.g., sex, age, race), but people
also have intersecting identities that may not be captured by one ground. If individuals face
discrimination, ideas about identity - such as faith and culture - are not easily separable.

In considering issues related to faith, it is useful to reference the OHRC’s definition of “creed”,
which includes religious traditions and other “belief systems that, like religion, substantively
influence a person’s identity, worldview and way of life”.”** The OHRC explains that a creed

e is sincerely, freely and deeply held
e is integrally linked to a person’s identity, self-definition and fulfilment

e is a particular and comprehensive, overarching system of belief that governs
one’s conduct and practices

e addresses ultimate questions of human existence, including ideas about life,
purpose, death, and the existence or non-existence of a Creator and/or a
higher or different order of existence

* has some “nexus” or connection to an organization or community that
professes a shared system of belief.7#>

Approaches to the concept of “creed” remain controversial. The LCO is sensitive to apprehensions
about the OHRC’s definition of “creed” as being overly broad because its capacious scope
includes social movements that are not at all akin to religion (for instance, worshipping extra-
terrestrials).”*® From a practical perspective, an overly broad definition could confuse or dilute
attempts to delineate religious accommodations. During the LCO’s preliminary consultations,
we heard considerable confusion about how to appropriately apply this definition in this context.

At the same time, however, the LCO values the OHRC’s definition for its potential to encompass
variations within traditions and between individual and group beliefs. The OHRC’s definition
also validates beliefs and practices that are intimately tied to history, tradition, ethnicity and
culture, such as Indigenous spirituality.

“Cultural competence” is an established term in the health care context. Culture is not an
enumerated ground under the Human Rights Code or the Charter. However, there are linkages
to grounds enumerated under the Code such as ancestry, place of origin, ethnic origin, race and
creed. The possible overlap between these concepts is evident in the following definition of
culture:

A way of life common to a group of people, including a collection of beliefs and
attitudes, shared understandings, and patterns of behavior that allow those people
to live together in relative harmony, but that set them apart from other peoples.
These practices also produce behavior that falls within a range of variation the
members consider proper and acceptable.”
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In this discussion paper, we write about faith and culture together, and distinguish them where
appropriate. For instance, a newcomer to Canada may belong to a cultural community but hold
no faith beliefs. Later in this section, we explain that the Charter protects freedom of religion
under a separate provision from equality.”*® Equality rights extend to religion, but they also protect
individuals and groups that may not be religious (or may not have been discriminated against
as a result of religion). The legal tests to assert a rights claim under these Charter provisions
differs.

A Note on “Spirituality”

Spirituality may refer to an individual’s religious experience. However, in contempo-
rary usage, the word often does not refer to experiences with a single formal religious
tradition. People who are atheist or agnostic may consider themselves spiritual as well.”°

In present-day palliative care, psychosocial “spiritual” supports are not usually asso-
ciated with religion. They may be provided by health care providers, chaplains and
social workers who lead conversations on existential issues about meaning and loss.”°
Understood in this way, the application of legal frameworks to spiritual rights and
accommodations is ambiguous.

ii. How faith and cultural affect access to quality care

Spiritual care and faith based care is somebody’s way of life. It is how they know
themselves and how they known how to interact with others... In the medical world
we say we are providing total care, you know, we are providing holistic care. It is
not holistic, if spiritual and faith based care [are not there] and particularly... when
you are not looking at the culture that... the client is telling us he is a part of or feels
strongly [about].”

— Registered nurse

Faith and culture are integral to attitudes about care nearing the end of life and perceptions
of quality in health care services. While Ontario strives to improve equitable and high quality
palliative care, it should consider strengthening services that reflect deeply held patient values
and wishes for community engagement. As the Fraser Report explains, Ontarians have pro-
nounced views “about the importance of ensuring that all patients have access to culturally
appropriate and safe palliative and end-of-life care”.’>?

Perhaps it is because faith and culture have profound meaning at the end of life that disagree-

ments - even misunderstandings - about suitable care may lead to conflict. Nearly each person
whom the LCO has spoken to referenced faith and culture as factors leading to disputes between
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patients, SDMs and health care providers. Much of the case law that affirms decision-making rights
in this context also results from disputes between health care providers and faith adherents.”>3
Thus, in addition to promoting experiences of good care, avoiding disputes is a material rationale
for integrating faith and culture into the health system.

These disputes may arise in a wide variety of ways. Faith may shape a decision to request or reject
a particular treatment contrary to the recommendation of the health provider. In cases where
the patient has become legally incapable, disputes have arisen as to how the patient’s faith
should affect the interpretation of their advance care planning documents. These disputes may
be particularly challenging where individual beliefs do not cleanly conform with institutional
orthodoxy. In some situations, a patient’s faith may lead to a request to have services provided
by an individual of a particular gender or sexual orientation. Or, health providers may have
conscientious objections to providing a requested treatment.

Some of these disputes raise concerns about competing rights. For example, a patient’s faith-
based request to receive treatment or services only from professionals of a particular gender,
or not to receive services from persons who are LGBTQ, may have a discriminatory effect on the
service provider. The Ontario Human Rights Commission has explored these issues in its Policy
on Competing Rights.”>* These issues are discussed at more length in Chapter 6. F.

The LCO commissioned paper explains these two interrelated ways in which faith and culture
affect access to quality care:

A recurring theme of our research [is] an acceptance and acknowledgement of
the importance of faith and cultural beliefs as vital components in shaping how
Ontarians choose and direct their care at the end of life. However, these beliefs also
act as unexpected barriers to health care providers providing the best services for
Ontarians as they approach death.”?®

Within the confines of this discussion paper, the LCO cannot describe examples of beliefs and
practices among Ontario’s diverse communities without being reductive. We recommend sources
that readers can access for that information at the end of this part.

Below, we simply highlight general ways in which faith and culture influence care for the dying.
Our purpose is to identify moments when heightened attention to faith and culture is due:

1. Treatment decisions: Patients and SDMs may take faith and cultural beliefs into
account when making decisions about life-sustaining treatments. Some belief
systems are uncomfortable with mainstream health services; others maintain that
life support should be provided indefinitely until a person dies. Between the two,
there is a spectrum of beliefs about withholding and withdrawing life support,
medical assistance in dying and the receipt of non-traditional treatment.”>¢

2. Practices during illness: Faith and cultural communities may exercise meaningful
practices during illness, such as prayer and ceremonies. Practices are expressive
and may require adaptive physical environments that can accommodate singing
and music, smoke, prostration and visitations from community members that may
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exceed standardized allowances.”’ Practices may occur at key junctures in the illness
trajectory that could require adjustments to procedural routine.

3. Significant community figures: Community figures may embody a sense of history
and collective experience. For instance, elderly persons who survived past atrocities
emanating from hate and discrimination can hold special significance for commu-
nity members.”*® Family and community members might expect these figures to
receive particularly respectful treatment.

4. Care for the deceased: Caring for the deceased may involve a variety of practices,
ranging from prayer to tending to the body and burial ceremonies. There may be
a critical order for the succession of practices. Community members may also
request to be involved in physical after-death care, and to exclude health care
providers. Keeping the deceased’s body “whole” is a central belief for many faiths
and cultures, which organ donation or autopsies might offend.”s®

The above description of moments when faith and culture are engaged during the dying
process is admittedly limited. Other recurring themes that the LCO heard about include food
preferences, language needs and continued contact with faith and cultural peers, especially in
long-term care homes.

For detailed examples of common beliefs and practices among Ontario’s diverse communities,
readers might consider the following sources:

Summaries of End of Life Beliefs and Practices

Ruby Latif, Omar Ha-Redeye & Kashif Pirzada, Integrating Religious and Cultural
Supports into Quality Care in the Last Stages of Life in Ontario (2016)76°

Harold Coward & Kelli Stajduhar, eds, Religious Understandings of a Good Death in
Hospice Palliative Care (2012)76!

Paul Bramadat, Harold Coward & Kelli Stajduhar, eds, Spirituality in Hospice Palliative
Care (2013)762

Canadian Multifaith Federation, Multifaith Information Manual (2011)763
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iii. First Nations, Inuit and Métis cultural safety

Legal responsibility for health care in First Nations, Inuit and Métis communities in Ontario is
complex because it is shared between Indigenous, federal and provincial governments. In
chapter 5 of this discussion paper, we outlined key barriers to care for Indigenous peoples living
in Ontario. In this section, we consider the necessity of integrating Indigenous beliefs and
practices into care nearing the end of life as a matter of “cultural safety”.

The term cultural safety was coined in New Zealand with respect to Maori peoples’ health care.
However, it has developed into a way of speaking about culturally appropriate health care for
Indigenous peoples around the world, including in Canada.”®*

There is no single definition of cultural safety. Generally, it aims to convey the interconnectedness
of Indigenous health with the continuing repercussions of colonization, cultural and social assim-
ilation and persisting systemic discrimination, which have led to trauma within communities and
a loss of culture.”®®> Health care that does not respond to these factors has been considered to
generate “risks” to security.”®

Cultural safety is sometimes placed on a continuum alongside the term “cultural competence”;
however, some proponents consider it to be a “paradigm shift” - a more dramatic change in
approach.”®” Whereas cultural competence may be characterized as health care provider
education about and sensitivity to various cultures (and, therefore, a service provision model),
cultural safety is envisioned as an outcome from the patient’s viewpoint. Thus, cultural safety
involves awareness about power imbalances between health care providers and Indigenous
patients, and a fundamental power shift toward the patient’s experience of quality care.”¢8

The Assembly of First Nations describes the shift in location of power and control that cultural
safety entails as follows:

The person who receives the services defines whether it was culturally safe. This
shifts the power from the provider to the person in need of the service. This is an
intentional method to also understand the power imbalance that is inherent in
health service delivery.”®®

The National Collaborating Centre for Aboriginal Health has accumulated definitions of cultural
safety from organizations that endorse this language, including the National Aboriginal Health
Organization, Indigenous Physicians Association of Canada and Canadian Indigenous Nurses
Association of Canada. Key aspects of their and other descriptions of cultural safety include

e Analyzing colonial relationships, discrimination and power imbalances

e Having service providers reflect on their own culture and its impacts on their
providing care

e Understanding the pervasiveness of health problems within Indigenous
communities

» Respecting the patient’s definition of what “safe” service means.”’°
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In practice, cultural safety calls upon policymakers, service providers and communities to refor-
mulate approaches to health care. It requires the incorporation of Indigenous understandings
of death and dying, healing practices, traditional foods, spirituality, and language and cultural
translation, and true engagement with community members in service planning and delivery.

Specific barriers to these goals that the LCO has heard about include the lack of long-term and
palliative care on reserves and in rural and remote communities; the insufficiency of paid trans-
lators; and the need for spaces that accommodate ceremonies and large groups of people,
including immediate family, elders and extended community members. Although not all First
Nations, Inuit and Métis individuals will want to access traditional healing, integrating traditional
medicine into palliative care approaches has also been said to be important for many diverse
groups.””

In a paper describing the development of an innovative community-based palliative care program
in Six Nations of the Grand River Territory, the authors identified several policy challenges for
First Nations communities seeking to develop palliative care, including accessing human resources
and equipment, jurisdictional issues as barriers to funding, the need for education and training
to develop qualified First Nations healthcare professionals from the community, and the lack
of dedicated funding allotted for end of life care in First Nation communities.”’?

As a first step, in terms of the LCO’s project, we could consider making recommendations that
build on the many best practices that community members brought to our attention. In addition
to the program at Six Nations of the Grand River Territory referenced above, examples of best
practices in Ontario include the Sioux Lookout Meno Ya Win Health Centre, which primarily
serves Anishinabe communities in Northern Ontario, and the Lakehead University Improving
End-of-Life Care in First Nations Communities project, which is a “bottom-up” model for First
Nations capacity-building at the local level.””® Each of these initiatives is based on principles
of community mobilization, self-determination and cultural safety.

3. Legal framework for faith and cultural rights
i. Freedom of religion, provincial human rights and Indigenous rights

Previous chapters in this paper summarize equality rights under s.15 of the Charter and the Human
Rights Code as well as other rights and principles relevant to ensuring equality and substantive
justice in health care services. In particular, chapter 5 addressed legal frameworks germane to
communities with unmet needs. Faith and cultural communities are among those with unmet needs
and the legal frameworks presented earlier in this paper apply to them. (See also, chapter 3.C,
“Legal Rights and Principles Affecting Health Care”.)

Here, we supplement prior chapters with a brief account of further rights and principles that

could apply to faith and cultural communities: freedom of religion under s.2(a) of the Charter,
the OHRC policy on creed, and Indigenous rights.
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On the whole, these laws do not paint a cogent picture of what rights faith and cultural commu-
nities are entitled to on the ground when it comes to requesting positive, culturally competent
and safe health care services nearing the end of life. This is due, in part, to tensions between laws.
Faith and cultural rights are complicated by their connection with capacity and decision-making,
and child protection laws. In some respects, these other laws may already incorporate faith and
cultural considerations, albeit as factors to be balanced against other rights and principles
(especially, security and wellbeing).

The OHRC policy on creed provides the most pragmatic lessons for the LCO’s project due to
its focus on positive accommodations across both government and private sectors. The OHRC
policy and other sources of rights and principles are summarized below:

1. Freedom of religion (Charter, s.2(a)): Freedom of religion is protected as a fundamental
right under the Constitution.””# It guarantees individuals and groups freedom from
government activity that interferes with their sincerely held religious beliefs and
related practices.””® The relationship between freedom of religion and health care
services has not been clearly delineated. The Supreme Court has heard just a few
claims where the Charter was invoked directly or indirectly to assert a patient or
SDM’s right to refuse consent to treatment on religious grounds. These cases
concern both the right to refuse the provision and withdrawal of treatment.”7¢
Most recently, religious beliefs have been generally characterized as implicit in
“best interests” tests that factor in values and beliefs.””” Where matters of child
protection are involved, the Court has repeatedly split on whether prohibiting a
parent to refuse lifesaving treatment on a child’s behalf violates s.2(a) of the
Charter.”’® However, even Justices who found there to be a rights violation have
concluded it was justifiable as a reasonable limit.””®

2. OHRC policy on creed: The OHRC describes the Code protections for creed as going
beyond freedom of religion under the Charter, which it says “is primarily concerned
with preserving individual /iberty”.78° The Code promotes equality and non-discrim
ination in requiring that individuals and groups “may equally access, benefit from,
and are equally treated”.”® Under the Code, health care providers and facilities
have a duty to accommodate sincerely held beliefs and practices to the point of
undue hardship.”82

Accommodations may require “inclusive design” to remove barriers to full access
and participation that flow from standardized policies. They must also be indivi-
dualized. While persons seeking accommodations must help to secure them, the
provider is responsible for putting solutions in place with the person’s cooperation.”8?

Based on the OHRC policy, health facilities and providers should assess whether
staff have necessary cultural competency. The policy states that cultural compe-
tency is “key to recognizing and meeting human rights-related needs of different
groups and communities” and gives the example of a hospital that could meet its
duties by training staff and maintaining a “roster of counsellors and chaplains on
hand to support end-of-life care”.”84
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3. Indigenous rights: Existing aboriginal and treaty rights are recognized and affirmed
under s.35 of the Constitution Act, 1982. The definition of “aboriginal peoples” under
the Constitution includes First Nations, Inuit and Métis peoples. In chapter 5.D, we
explained how First Nations, Inuit and Métis health care is regulated in Ontario.
Whether culturally safe health care rises to the level of a constitutional right engages
another line of inquiry. One Ontario case considered whether child protection laws
violate Indigenous rights, when a parent refused consent to treatment on behalf
of her daughter to pursue traditional medicine.”® That case is controversial and the
results, which were subsequently amended, do not provide clarity on the balance
of rights in such cases.

Aside from s.35, First Nations assert that the government has a fiduciary duty to
provide quality health services to Indigenous peoples.os’8 A recent Supreme Court
case affirmed that the Ontario government is subject to fiduciary duties in dealing
with Indigenous interests in some circumstances; although, it does not speak to
fiduciary duties to provide culturally safe health care.”®” It also should be recalled
that a new landscape of partnership is forming between Indigenous, federal and
provincial governments. The federal and provincial governments have made new
funding commitments to Indigenous health to be managed in partnership with
Indigenous governments.’e®

The OHRC policy on creed devotes a full chapter to Indigenous spirituality. The
policy recognizes a flexible and robust definition of Indigenous spirituality and
requires accommodation for Indigenous peoples’ beliefs and practices, including
ceremonies and customs. It specifically addresses the need to accommodate
smudging in hospitals, for health care providers to develop cultural competency
skills, and for extended time for bereavement leave. It also recommends service
providers create a complete strategy to prevent and address issues affecting
Indigenous spirituality.”®®

Finally, the LCO supports non-binding sources of law, such as the TRC’s Calls to
Action, which establish compelling objectives for culturally safe health care. In 2016,
Canada also ratified the United Nations Declaration on the Rights of Indigenous
Peoples - an international treaty with standards for the attainment of health,
involvement in determining health programs, right to traditional medicines and
health practices, and the protection of culture.”®©

Again, it is possible that legal frameworks do not provide the practical guidance required to
integrate positive, faith and cultural supports into health care services in the last stages of life.
The OHRC policy on creed has the most robust formulation of what equality means in these
situations, and it recommends that employers, facilities and health care providers implement
concrete strategies to prevent and address diverse faith-related needs.

One question for the LCO’s project is whether the OHRC policy goes far enough in relying on
“accommodations” to guarantee supports for what could simply be good, quality care. In this

LAW COMMISSION OF ONTARIO 146 MAY 2017



project, the LCO uses the terminology of “accommodations and supports” to acknowledge
that although some services may not be protected rights, they may be part of a person, fam-
ily and community centered approach to quality care that can be integrated into sectoral laws,
discussed below.

il. Sectoral laws: hospital, long-term, home and community care

Because Ontario’s health care system is fragmented across sectors, separate laws may contain
various provisions relating to faith and cultural preferences.

For instance, the Long-Term Care Homes Act, 2007 and Home Care and Community Services Act,
1994 establish rights to receive services that respond to preferences based on ethnic, spiritual,
religious, linguistic, familial and cultural factors.”® In developing a plan of care or services,
providers must ensure that these factors are incorporated or considered.”®? Moreover, in assisting
a resident with placement in a long-term care home, coordinators must consider faith and cultural
preferences.”®3

There are long-term care homes in Ontario for First Nations peoples on reserve and for cultural
and linguistic communities across the province. Such institutions are protected by provisions
of the Human Rights Code for special interest institutions.”®* However, the LCO has been told
there are too few. A 2016 study found that persons who apply for culturally specific long-term
care homes wait longer than other applicants. It explains, “those from linguistic and ethnic
minority communities may have to wait for years to enter their preferred homes that serve
traditional cuisines and activities and provide care and nursing services by staff who speaks
their mother tongues”.”®> The LCO also spoke to service providers who told us that coordinating
appropriate faith and cultural supports remains a challenge in home and community care. This
can be especially difficult in regions that serve high populations of newcomers to Canada.

With regards to retirement homes, the Retirement Homes Act, 2070 states that residents have
the right to have their “lifestyle and choices respected and to freely pursue [their] social, cultural,
religious, spiritual and other interests”.”?® However, as retirement homes are residential tenancies,
these rights are limited; they must not substantially interfere with the reasonable enjoyment of
the home for the licensee and other residents.”’”

The LCO commissioned research study offers insights into the adequacy of faith and cultural
accommodations and supports in hospitals. The authors surveyed 19 leading Ontario hospitals
through website searches and the distribution of questionnaires (three hospitals answered the
guestionnaires). Interviews with health care providers, and faith and community leaders also
complemented the research.

Their findings demonstrate that there appears to be no uniform approach across the province
to achieving faith and culturally sensitive care. Regulatory colleges and professional associa-
tions advise their members to provide services that respond to the faith and cultural needs of
their patients, such as the RNAO guidelines on cultural competence and the CPSO policies on
end of life and human rights.”®® Nevertheless, education for health care providers is variable.
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Health care providers indicate they do not feel comfortable providing culturally competent and
safe care because they receive little formal education to serve patients in this respect. Aside
from the lack of education, they spoke about difficulties with requiring health care providers
to take on added areas of competence, which could increase their workload - some said there
should be a dedicated person with the expertise to address faith and cultural preferences in
facilities.”®?

Currently in hospitals, there are few formal policies on faith and cultural issues.®°° Traditionally,
chaplains have played a significant role in care settings as experts in faith counselling. Chaplains
may belong to one faith or be able to support patients in multiple faiths and spirituality.8’ Many
facilities do not, however, have full-time chaplains and most are Christian, creating inequalities
across religious traditions.2%? Additionally, there is a common perception in Ontario that chaplaincy
programs are not essential services, and they are the first to be cut when resources are low or
system restructuring takes place. Often, patients and families are not asked about their prefer-
ences at the bedside and are left to coordinate their own faith and cultural supports.8°3

There are certainly centres of excellence in the province; however, as Latif et al. report, “Where
excellent programs exist, they seem to be driven by individual communities and motivated
professionals”.8%4 The piecemeal approach to integrating cultural competence into care settings
has led to inconsistencies in services and, overall, inequalities in access.8%°

The authors of the LCO commissioned paper summarize these and other barriers to integrating
faith and cultural preferences as follows:

e Lack of cultural competence in health care

* Inconsistent policies supporting culturally sensitive and faith-based care for
all denominations

» Insufficient resources provided to faith-based and cultural supports

* Inadequate consultation with faith and cultural groups in health policy
development.8°®

4. Strategies to improve culturally competent and safe care in Ontario

There are a number of practical challenges in strengthening accommodations and supports for
members of faith and cultural communities during the last stages of life.

The complex web of laws and policies surrounding accommodations for faith and cultural
communities makes it difficult for those working in this environment to identify responsibilities
and good practices. Persons of good will may be genuinely confused or ill-informed on these
issues. The challenge is heightened where legal obligations are inconsistent, such as where the
duty to accommodate a faith related need is in contradiction to a health and safety requirement.

As well, this is a setting where resources are scarce and pressures are significant, a reality that
must be taken into account in crafting strategies towards holistic approaches to care.
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Individuals in the last stages of life and their families may not be aware of the available supports,
or be in a position to advocate for them. If accommodations or supports are denied, pathways
to enforcement are unclear.

There are multiple strategies that could be used to improve culturally competent and safe care
in Ontario. The LCO proposes that these strategies should be framed as accommodations and
broader supports that may be part of a person-, family- and community-centred approach to
quality care.

Possible solutions that service providers and community members spoke to LCO about include
creating educational tools for cultural competence and safety. There are several existing
manuals that summarize the traditional beliefs and practices of diverse communities respecting
health care, such as the Canadian Multifaith Federal information manual, mentioned above.
However, it is unclear how widely these resources are disseminated and how well they are
working on the ground. The LCO would like to know more about the usefulness of these tools
and whether they might be improved to ensure they are not overly general. We would particularly
like to know whether such tools would be helpful in the end of life context.

The LCO could also review the possibilities for requiring Ontario’s regulatory institutions and
care settings to create and implement formal policies on faith and cultural integration. We heard
that the LHINs, CCACs, long-term care homes and hospitals do not currently serve diverse
populations appropriately in terms of language needs, education about eligibility for health
care, providing faith and cultural supports onsite and facilitating contact with leaders in the
community. Consequently, we wonder if a more coherent approach to systemic change could
be realized through a mandatory policy approach.

Although the LCO’s understanding of faith and cultural competence and safety goes beyond
accommodations, we would also like to know if more detailed guidance from the OHRC is
warranted. The OHRC has a mandate to address systemic discrimination in both government
and private sectors, and has recently published its policy on creed. While that policy does give
instruction on the overall framework for human rights accommodations, the OHRC could go
further in consulting with health care institutions and care settings to establish protocols that
prevent and respond to core barriers in this context.

Finally, the LCO recognizes that cultural competence within a multicultural society is not neces-
sarily the same as cultural safety for First Nations, Inuit and Métis peoples. Certain individuals
suggested that cultural safety can be used as a lens for all faiths and cultures, yet others said
it is most applicable to the contemporary experiences of Indigenous peoples.

As with the LCO'’s review of palliative care in Indigenous communities more generally, we
recognize that our project can only address cultural safety if there is a desire for us to do so
within Ontario’s Indigenous communities. Therefore, we will begin exploring what the LCO’s role
concerning cultural safety might possibly be through additional community engagement in
early 2017.
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5. Questions for discussion

19. What approaches are best suited to address barriers, accommodations and
supports to better integrate faith, cultural and spiritual practices into care
nearing the end of life?
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A. Introduction

This final chapter of the discussion paper considers assistance with the law, including supports
to understand what options and services people may be eligible for, and to navigate the health
care system and rights in health care. It draws on the lived experience of individuals who use
the law, focusing on challenges that become apparent when the law “on the books” is implemented
or when conflicts occur.

We begin by examining strategies to address the lack of coordination between care settings that
persons typically transition through as they near the end of life (for instance, from home to
hospital, hospital to long-term care home, or retirement home to residential hospice). Then, we
consider ways to prevent and resolve disputes without having to pursue a formal complaint
through existing administrative law processes. Finally, we conclude the discussion paper with
a review of the need for greater public education on relevant laws, policies and programs.

At this time, we also remind readers that a comprehensive list of questions the LCO has posed
in this discussion paper is listed in Appendix G, “Questions for Discussion”.

B. Navigating Transitions between Care Settings
1. Moving from place to place in the last stages of life

Nearly all persons who are dying will transition between care settings at some point in the
course of their iliness. Because the illness trajectory for each person is unique - it may be long
or brief, relatively stable or fluctuating - a common feature of the dying process is moving
from place to place, from one care setting to another in response to changing circumstances.

As we have mentioned previously in this paper, people in Ontario may receive care in a variety
of locations, including their own homes through community-based services, long-term care and
retirement homes, hospital departments and in residential hospices. When we use the term
“transitions” in this paper, we refer to movement between these locations and also within them.
For instance, a person in hospital may be transferred from the ICU to complex continuing care
(for a longer stay) or to a dedicated palliative care unit.

Timely, well-coordinated and appropriate transitions are a crucial part of quality care for persons
in the last stages of life.8%” During the LCO’s consultations, stakeholders spoke about the value
of smooth and appropriate transitions for persons who are ill, frail and vulnerable as well as for
those who support them in navigating the system.
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A key component of end-of-life care involves eliminating emotional, social and physical distress
for individuals and their supporters.t°® However, inappropriate or poorly timed transitions
increase distress for those who are already in an emotionally charged and difficult situation.8°®
An expert research paper that the LCO commissioned for this project confirms the importance
of seamless transitions to the quality of care. Their report fills a gap in available information
on Ontarians’ experiences with transitions by reviewing the literature and new evidence from
statistical analysis and interviews. The authors, Donna Wilson and Steven Birch, explain the
importance of transitions in the last stages of life as follows:

The ultimate aim of all [end-of-life] care efforts is a “good” death through a good
dying process. Good deaths and good dying processes are extremely important
to the dying person, their loved ones, their family and other caregivers, and society
as a whole....

Of prime importance to a good death and a good dying process is appropriate and
high quality care setting transitions. Mishap-free and mistake free care setting
transitions are essential when moving from one care setting to another. Rapidly
accomplished moves are also important when moving is required.... Every move
has considerable personal, family, healthcare team, healthcare system, economic,
and other costs.®©

However, many Ontarians do experience problematic transitions. The LCO was told that people
are often transferred from one place to another when they require a higher level of care, rather
than having services come to them. Stakeholders identified numerous examples of inappropriate
transitions, including, among others:

» discharge from hospital to inappropriate settings such as hotels or shelters

* readmission of persons from palliative care to emergency room services,
because the patient has exceed the hospital limit for palliative care

* hospital patients who wish to receive MAID at home may face challenges
where the hospital physician or nurse practitioner is not permitted to
perform this service outside of the hospital setting.

We heard that the process of transitioning between care settings can be lengthy, confusing and
stressful. Within care settings, the situation can be much the same, as when a person waits in
hospital for a palliative care bed or receives care from a new service provider who lacks neces-
sary information, requiring patients to talk about their condition repeatedly.®"

Transitions can also be a source of conflict among those involved in making decisions about
changes in care. For example, the LCO has heard several accounts of family members requesting
transfers to palliative care, but being denied the opportunity to do so expediently by health
care providers. (For more information on dispute resolution, see section C, below.)

Uneasy transitions are clearly a source of frustration for everyone involved. Service providers

told the LCO that they would like constructive solutions that improve the “hand off” of their
patients moving to another setting. Delays in processing transitions can leave residential hos-
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pice beds underutilized, increase hospital stays, and reduce the possibility that patient wishes
regarding their preferred place of care are respected.8”

The lack of coordination among care providers was reported as a recurring theme in consul-
tations for the Fraser Report as well. The Fraser Report found “The system struggles to ensure
continuity of care, particularly when patients move from one care setting to another”.83

2. Explaining problematic transitions between care settings

There are a number of explanations for why unnecessary, delayed or complicated transitions
take place.

For the most part, these explanations do not lie in the legal framework. As has been noted else-
where in this paper, there is no generalized right to health or palliative care. There are specific
rights in law, although, as with laws related to the last stages of life as a whole, these are frag-
mentary, and tend to provide rights of refusal rather than rights of access. For example, while
there is no right not to be discharged, to remain in a hospital bed or to receive palliative care,
consent (by the individual or the substitute decision-maker) is required for admission to a
long-term care home, so that an individual can not be discharged from hospital to long-term
care without consent.®

Rather, the causes relate mainly to health care challenges and resource constraints.

The inability to receive a level of care necessary to die in place was one of the primary reasons
for transitions identified in the LCO commissioned report."™ Through an analysis of hospital ad-
mission data, Wilson and Birch found that the vast majority of persons who die in hospital
after a transfer from a private home had not been receiving home care services.®® Notably, most
of the persons who died in hospital upon a return admission in the last year of life had previously
been discharged to home with no home care services.?” In addition, the LCO was informed that
long-term care home residents may be transferred to hospital when they experience adverse
health events nearing the end of life, because long-term care homes may not be equipped to
provide end-of-life care as required by statute.®”®

If individuals who are in the last stages of life can receive the care they need in their preferred
care setting, transfers to other locations (in particular, hospitals) could potentially be avoided.8™
However, there will still be clear instances where a change of care setting is unavoidable. For
instance, a person’s condition may deteriorate to the point where they would benefit from the
constant, intensive care that a residential hospice can offer. When transfers are necessary, they
should be well-understood, fast and smooth. Yet Ontario’s system suffers from a lack of planning,
coordination and supports for transfers.82°

Another practical concern arises where a patient seeks MAID at a facility that doesn’t offer it.
While certain protections are proposed - such as the requirement to facilitate a referral - the
patient may struggle to reconcile their values and wishes with their vulnerable state, and the
desire to avoid moving facilities or potentially causing conflict.
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Palliative care is provided as a service within existing regulated sectors, which are fragmented
and have limited capacity to offer care that follows the individual throughout the system.&
Because care settings are regulated under separate statutes, funding structures and account-
ability mechanisms, the LCO heard there is often no legally mandated focal point to provide
support with information about eligibility for external services and next steps. No one organ-
ization across the system is legally responsible for coordinating palliative care for individuals
and families.822 Most moves are not planned, but reactive to acute symptoms or new care needs.823
As a result, individuals and families may be left to educate themselves about where to go for
services.84

Communication barriers between care settings are another major problem. Communication
barriers include delays in forwarding medical records to new providers and a general lack of
information sharing.82> The Fraser Report explains that poor communication results in confusion
and stress for patients and caregivers. According to Fraser,

When a patient has to move between settings, communication is key. Everyone
in his or her circle of care needs to know what is going on.... While the need for two-
way sharing on information and coordination of care may seem obvious, it doesn’t
happen often enough. As a result, patients and families - who are already under
stress - may have to endure unnecessary duplication of tests and assessments,
and longer wait times.826

Wilson and Birch emphasize that because end of life care is not planned, managed, delivered
or evaluated as a core healthcare program but is instead included in care delivered under other
healthcare programs, there is a limited capacity to assess, plan and evaluate these services.
These limitations in coordination and communication are a major cause of inappropriate care
setting transitions, low quality care setting transitions, and the delay of necessary transitions.8?”

Taken together, explanations for inappropriate, untimely or poorly coordinated transfers can thus
be summarized as arising from these and other factors:

» difficulties receiving an adequate level of care in one’s preferred place of
residence

 insufficient coordination and communication across care settings, which are
regulated separately

* lack of supports for patients and their supporters navigating Ontario’s system.
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3. Creating navigational supports for transitions

The care needs of persons in the last stages of life will naturally change over time. Depending
on the circumstances, transitions from one care setting to another may be avoidable or they
may be necessary. Quality care in the dying process demands that these moves be minimized,
as much as possible, and that they occur seamlessly when they are necessary through careful
planning, communication and timely transfers.

The Government of Ontario is currently taking steps to improve the coordination of health
care across sectors to ensure that patients experience seamless services as part of its initiative,
Patients First: A Roadmap to Strengthen Home and Community Care.8?®

For example, Ontario is seeking to introduce “a bundled care approach, in which a group of
providers will be given a single payment to cover all the care needs of an individual patient”.82°
Under this model, services will follow individual patients, rather than patients having to find and
coordinate multiple providers themselves. Ontario is also introducing “self-directed care” to
enable patients and caregivers to receive an allowance for purchasing services from providers
of their own choosing.83® Additionally, the Province has committed to implementing a
“comprehensive program to improve access to and equity in palliative and end-of-life care at
home and in the community”,®3 which could potentially decrease avoidable transitions.

Aside from the government’s initiatives in home and community care, it recently initiated the
restructuring of the health care system under Bill 41 the Patients First Act, 2016 which received
royal assent December 8, 2016. The Act partly aims to ground “health services in patient needs,
with better transitions between different types of care” 232 Among other measures, the Act promotes
easier transitions between acute, primary, home and community, and long-term care; to improve
communication with patients and families; and to improve communication among providers
through reporting and information sharing.833

The establishment of the OPCN and development of a provincial palliative care strategy also
creates possibilities to strengthen palliative care across all care settings, which might also minimize
unnecessary transitions.

With respect to MAID, Ontario has made several announcements to enhance access to and navi-
gation of services.

While the government is continuing to look at ways to integrate palliative care across the
various health care sectors to provide patients with a more seamless experience, there still may
be opportunities for the LCO’s project to consider ways to help ease transitions.

The new Patient Ombudsman may have a role to play in addressing problematic transitions.
As was described at more length in Chapter 4.F, the Patient Ombudsman has a mandate to help
people who have an unresolved complaint about their care at a hospital, long-term care home
or Community Care Access Centre. The Ombudsman can respond to complaints from patients
and caregivers, but can also investigate on her own initiative. Investigations may result in
recommendations to the health care organization in question.834
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The LCO'’s project could investigate further measures to complement the government’s efforts.
For instance, we could review the possibilities for the establishment of a focal point, specifically
designated to support persons who are dying and caregivers. Such a focal point could act as a
care coordinator, providing basic education on eligibility for services, facilitating communication
with health care providers, and generally assisting with navigating the health care system.

Given the complexity of this area, it may be challenging to establish a single focal point that can
truly coordinate across all the interacting sectors. Another approach may be to identify strategies,
policies or supports that can encourage collaboration within each sector. The LCO would be
interested in hearing the benefits and disadvantages of such an approach, and what effective
strategies, policies or supports for collaboration might look like.

During our consultations, the LCO would like to know more about the nature of transitions that
Ontarians experience and what they believe are the options for reform.

C. Early Access to Dispute Avoidance and Resolution
1. Importance of addressing disputes nearing the end of life

Death and the dying process are emotionally charged experiences for everyone involved -
individuals, family, friends and health care providers, alike. Expectations and decisions in this
context are bound up in perceptions of what health care can achieve, ethical views, deeply
rooted beliefs, and legal rights and duties.8>

It is not surprising that disputes arise in these circumstances and that, when they do, they can
have serious repercussions on everyone’s well-being. As a result, effective mechanisms to avoid
and resolve disputes in the last stages of life are an essential component of quality of care.

Conflicts in the last stages of life may revolve around health care decision-making, eligibility
for services or concerns about the quality of care being provided. As such, depending on the case,
disagreements can take place in multiple care settings about many different matters. Disputes
may occur among the various individuals involved in decision-making, including patients, SDMs,
family members, health care facility and providers.83¢

For this project, stakeholders spoke to the LCO most often about conflicts taking place in
hospital, especially in the ICU, where urgent choices must be made about a fairly narrow range
issues. They said areas of heightened dispute in this setting include

e decisions over whether life-sustaining treatment is provided or withdrawn,
including differing views on cultural values, clinical benefits and the patient’s
best interests®”

* the availability of and timeliness of transfers to palliative care
e discharges from hospital into the community.
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For example, the family of a patient who has very little time left may face resistance from hospi-
tal staff when they request a transfer from the ICU to a palliative care unit. A health facility might
propose to discharge a patient from complex continuing care back home into the community
over the family’s objections. Substitute decision-makers might also decide to keep someone
on life support indefinitely against health care provider recommendations.

To an extent, ongoing developments in Ontario to strengthen palliative care may help to diffuse
certain sources of conflict - as may any reforms resulting from the LCO’s own projects. In this
discussion paper, specifically, we address challenges relating to the following issues, which
could go a long way in decreasing conflicts about end-of-life care:

* Equitable access to care for all Ontarians

* Decision-making authority over life-sustaining treatment

» Practice tools for consent and advance care planning

» Palliative sedation therapy

e Coordinating transitions between care settings

« Accommodations and support for faith and cultural communities.

Ideally, clear legal frameworks on these issues could tackle the root causes of disputes, including
cultural differences, misunderstandings about consent and advance care planning, bad tran-
sitions and disagreements over life-sustaining treatments.838 Nevertheless, there will inevitably
be situations where the parties cannot resolve their differences through legal clarity. Therefore,
the LCO’s project considers what practices can be used to both minimize and resolve disputes.

Specifically, we consider mechanisms to decrease conflicts at an early stage before pursuing
a formal avenue of recourse through the courts, regulatory colleges or administrative tribunals.
As we explain below, we were told that such formal avenues of recourse may work well in
some cases, but may not be suited to cases that require expeditious and sensitive strategies
to diffuse conflicts in the setting where individuals are located, such as the ICU.

2. Existing avenues of recourse

There are several formal avenues of recourse to resolve conflicts in the last stages of life in Ontario.
In chapter 4 of the discussion paper, we summarized these processes, which include the following:

 Complaints to regulatory health colleges, such as the CPSO and College of
Nurses of Ontario

* Applications to the Consent and Capacity Board (on decision-making issues)

» Applications to the health boards (to review regulatory college decisions as
well as OHIP, and home and community care eligibility decisions)

 Complaints to the Patient Ombudsman.
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In that previous chapter, we outlined many of benefits and limitations of these formal dispute
resolution processes. In particular, we explained that the CCB can hear applications that are
stipulated in the Health Care Consent Act, 1996, but these only concern a slim set of decision-
making matters, not issues about the quality of care.83° Although the CCB process can be fairly
fast, appeals to the courts can also last a significantly long time.84° Furthermore, while HPARB
can review decisions of regulatory colleges about whether health care providers have met
their practice standards (and therefore about the quality of care), the initial complaints process
that passes through the regulatory colleges can be quite lengthy.84

More generally, patients and their families usually have only limited understanding of the avail-
able dispute resolution processes, and so may not access them or may not use them effectively.
During the LCO’s project on Legal Capacity, Decision-making and Guardianship, many health
care providers expressed reluctance to CCB processes. These professionals viewed the process
as inappropriately adversarial, time-consuming, and in some cases, as not aligned with their
values and their understanding of their roles. While the CCB was intended as a faster, simpler,
less adversarial and more expert forum for these issues than the courts can provide, it is clear
that there are inherent tensions in its mandate and that it faces many practical challenges.

During the LCO’s consultations for this project, we heard considerable interest in alternative
dispute resolution methods that can be accessed prior to initiating administrative procedures.
Expediency and usability are critical assets for dispute resolution processes in this area of the
law, especially when end-of-life decisions and services are at stake.

As a practical matter, most dispute resolution in this context is taking place through internal
or informal processes.

Stakeholders told us that the majority of disputes are actually resolved in a person’s care setting
through good communication between health care providers, patients and SDMs.842 Health
facilities, such as hospitals, may have internal policies and procedures to promote good commu-
nication and to resolve escalations in conflict within their facilities. These practices can offer a
low-cost and non-adversarial means of resolving issues.

Examples of existing practices for informal dispute resolution within health care facilities include:

1. Patient relations processes: Under the Excellent Care for All Act, 2070, hospitals
are required to have a “patient relations process” to review complaints from patients
and caregivers.t** The MOHLTC has prepared a guidance document on how to design
these processes. Among other suggestions, the MOHLTC’s guidance recommends
the establishment of an impartial, confidential and easily accessible process for
patients and family to raise concerns about their experiences. It also suggests that
a dedicated patient relations role should include “facilitation, mediation and conflict
resolution of patient and family concerns” as well as “coaching staff and physicians
on communication styles and stakeholder perspectives, mediation, and conflict
resolution.”®*4 Despite the MOHLTC’s guidance, the Excellent Care for All Act, 2010
does not expressly set out what the patient relations process should comprise and,
in practice, it varies from hospital to hospital. An LCO survey of Ontario hospital
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websites illustrates that that interpretation of the patient relations process differs
substantially, ranging from a feedback mechanism to a more robust tool for conflict
resolution.84®

2. Patient advocates: Hospitals may employ “patient advocates”, who are dedicated
staff that hear patient and family concerns. In some hospitals, patient advocates
are part of the patient relations office while, in others, they are specialized personnel.
The role of patient advocates has been characterized as a means to fix the brea
down in relationship between the health team, and the patient and family.84¢ Patient
advocates may also “take on some of the attributes of an ombudsman” because
they are independent of the team arranging the person’s care.4’ However, the LCO
was informed that patient advocates are, or maybe be seen, to be partial to the
facility’s interests, given their employment relationship with the hospital.

3. Ethicists: Ethicists (working in ethics offices or on committees) may be called upon
to intervene in difficult conflicts.84 They may mediate between the parties or provide
advice to health care providers and facilities based on a matrix of ethical, legal and
medical considerations. The LCO learned that ethicists may become involved in
disputes about matters, including life-sustaining treatment, capacity and consent,
and when discharges may or may not be appropriate. Yet similar concerns exist to
those respecting patient advocates - ethicists are or may be perceived to be repre-
senting the health care providers or facility, rather than the patients or family members
needing supporting.

There are a number of other dispute resolution practices that stakeholders spoke to the LCO about,
such as the involvement of legal counsel on behalf of the health team, the use of private lawyers
and legal aid clinics to represent patients and family members (either external to the facility or
as satellite clinics onsite),®*° and medico-legal partnerships involving law student volunteers or
others who give advice about the law onsite.8°

The available practices discussed above are also consistent with the CPSO’s guidance on
managing conflicts in its policy on end of life care. The CPSO'’s policy requires physicians to
take specific steps in order to minimize and resolve disputes, which could involve an ethics
consultation, seeking legal advice and applying to the CCB, as appropriate. It also prioritizes
good communication by requiring physicians to,

e Communicate clearly, patiently, and in a timely manner information regarding:

The patient’s diagnosis and/or prognosis
Treatment options and assessments of those options

Availability of supportive services (e.g., social work, spiritual care, etc.) and

Availability of palliative care resources.

» |dentify misinformation and/or misunderstandings that might be causing
the conflict and take reasonable steps to ensure that these are corrected
and that questions are answered.8"
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Some of the shortcomings of informal practices in health care facilities have already been noted
above. For example, the implementation of statutory requirements for a patient relations process
may different in each facility. When the LCO asked participants in our preliminary interviews
what policies and programs are used most commonly to resolve disputes nearing the end of
life, most participants were at a loss to describe a clear pathway within health care facilities.

Concerns have also been expressed as to whether internal processes are adequately informed
by and ensure compliance with the law.

In addition, informal processes are generally administered by a party with an interest in the dispute
- the hospital.82 This potentially compromises the process or creates a perception of bias that
may make patients and caregivers uncomfortable.®>® Informal processes must also be able to
address power imbalances between the health team and members of the public. Profession-
als tend to have better knowledge and expertise in highly technical medical environments,
which may be unfamiliar to the public.8>* This power imbalance is further exacerbated by feel-
ings of anxiety, fear and denial that make it difficult for patients, family and friends to absorb
information.?> There may be insufficient focus in these processes on ensuring that families
understand their roles and responsibilities as substitute decision-makers. The LCO has heard that
families may feel that these processes are being used to pressure them into agreement with
the viewpoint of the health institution.

There are undoubtedly certain benefits to having a person, such as a patients advocate or
ethicist, work onsite at a care facility. They are familiar with the facility’s policies and practices,
have experience with medical issues, and may be able to respond quickly as needed.8¢

Still, for the LCO, alternative dispute processes must be - and be seen to be - fair, impartial and
consistent with the law. The challenge is to find the balance between a person who is neutral
but also knowledgeable about medical matters, the requirements of the law and the nature of
the institution.

3.  Early and effective dispute resolution mechanisms

There may be a range of strategies to improve ADR in the end-of-life context. The LCO has
heard that although various avenues of recourse are available in Ontario through complaints
processes to health colleges and applications to the CCB, there is a need for new solutions when
urgent decisions are being made about death and dying, especially in the hospital context.

In the LCO’s report on Legal Capacity, Decision-Making and Guardianship, we proposed recom-
mendations that could change the landscape of options for dispute resolution where decision-
making issues are engaged. We suggested, for example, the expansion of the CCB’s jurisdiction
to hear certain applications.®>” We also proposed that “greater room should be made within
Ontario’s legal capacity, decision-making and guardianship system for mediation and other forms
of alternative dispute resolution” 8%

Furthermore, as we noted earlier in this paper, the Patient Ombudsman is a recent addition to
Ontario’s health care system that could change the options for dispute resolution. Following
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a complaint from a patient or caregiver, the Patient Ombudsman is mandated to work with the
complainant, the health care organization and the relevant LHIN, as appropriate, to facilitate a
resolution. The Patient Ombudsman can also conduct an investigation of the complaint, which
could result in recommendations to the health care organization, or conduct investigations on
her own initiative.?>®

Because the Patient Ombudsman’s office is relatively new, there is little information available to
understand its role and effectiveness. Additionally, it is not clear at this time what formal and
informal avenues of recourse patients and caregivers will be required to access before engaging
the Patient Ombudsman, including the patient relations process, patients advocates, ethics con-
sults, legal advice or accessing the CCB, regulatory colleges and health boards.8e°

The LCO’s project faces challenges considering recommendations in the area of ADR because
it is in a state of development. In general, it will be important to set clear benchmarks for effective
and appropriate alternative dispute resolution in this area, and to build in strategies for moni-
toring and regularly evaluating the use of alternative dispute resolution in this area.

As a matter of law reform, we might consider whether the Patient Ombudsman could be charged
with investigating informal dispute resolution in health care facilities, identifying problems and
making recommendations for improvement, specifically in the end-of-life context.

Our project might also consider whether the Excellent Care for All Act, 2010 provisions on patient
relations processes should be more detailed or revised to achieve consistency across care
settings, address power imbalances between health teams and members of the public, and
ensure impartiality through the independence of patient representation.

The LCO also wonders if strategies being considered under other issues in our project could
minimize and facilitate dispute resolution. For instance, in our section on transitions between
care settings, we suggested that the LCO could review the creation of a legally mandated
focal point (such as care coordinator or system navigator) for persons in the last stages of life
(see section 7.B, above). We would like to hear more from you about the advantages and draw-
backs of establishing such a position, and whether it could involve better conflict resolution
supports.

D. The Provision of Public Legal Education

Ontario’s legal framework for care in the last stages of life is rapidly evolving through a number
of initiatives within government, community programs and the LCO’s own project. These are
immensely positive developments in an area that is in serious need of reform as Ontario’s com-
munity ages, becomes more diverse and adopts new values about death and dying. However,
these reforms cannot be successful without awareness about the laws that underpin services
and supports.

In this discussion paper, we have written about education throughout in different contexts. For

instance, we examined education about death and dying as a special focus of the public health
approach to palliative care (chapter 4.C.3). We discussed the lack of education for health care
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providers on palliative and end-of-life care in long-term care homes and other settings (chapter
5.D). Furthermore, we summarized the LCO’s recommendations in our project on Legal Capacity,
Decision-Making and Guardianship relating to strengthening education for health care providers,
legal professionals, SDMs, patients, family members and others on the law of capacity and decision-
making (chapter 6.D.3).

Without repeating those previous sections, we would like to briefly emphasize the necessity
for education specifically about Ontario’s laws or “public legal education”.

From the LCO’s consultations to date, we received the strong message that laws affecting care
in the last stages of life are generally not well-understood, even by legal professionals. Capacity
and decision-making laws are incredibly complex and require enhanced education, as we have
addressed in our project on that subject. Yet there are other laws related to care nearing the
end of life that are equally confusing that this new project reviews, such as the Human Rights
Code; Long-Term Care Homes Act, 2007; Home Care and Community Services Act, 1994, Vital
Statistics Act; Occupational Health and Safety Act,; laws related to medical assistance in dying;
and the Canadian Charter of Rights and Freedoms.

One of Ontario’s overarching visions for the health care system is the integration of services across
sectors and a seamless experience for patients and families.8®' However, integration and seam-
lessness are challenging to realize when regulation of the system fragmented. In total, the LCO’s
project reviews 19 pieces of legislation and many more policies, guidelines and other legal tools.
(A full list of statutes that the LCO’s project reviews is found in this paper at section 4.H).

Aside from enhancing coordination of health care services through other means, such as leg-
islative reform, what this indicates is that coherent, user-friendly education about what the
law provides is indispensable to comprehensive care.

Legal eligibility criteria for home care, procedures to apply for caregiver leave, requests for faith
and cultural accommodations and how to file a complaint with the Patient Ombudsman - these
are examples of rights that are created under separate laws, but that affect persons who are
dying and their supporters at the “center” of care. Consequently, in this project, we ask whether
public legal education about laws affecting the dying process could be more responsive to the
lived experience of individuals.

Moving forward in the project, we would like to learn more about how public legal education could
be reinforced. For instance, there are established initiatives for education about the law within
the legal community. What role might these initiatives play?

Community Legal Education Ontario (CLEO) is an example of an established public legal educa-
tion program.282 CLEO is a legal aid clinic that works in partnership with other legal aid clinics to
provide legal education and information that helps people understand and exercise their rights.
It also hosts a website, called “Your Legal Rights” that has basic legal information on various topics,
answers to common questions and links to resources produced by external organizations.863
CLEO has a focus on access to justice in areas including health and disability, social assistance,
employment and work, and the justice system, which potentially overlap with laws affecting the
last stages of life.864
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Another strategy might be to consider whether the proposals we received on creating a legal
focal point or care coordinator for issues concerning transitions between care settings and ADR
could also be a source of public legal education.

Although the above options might be most relevant to patients, caregivers, SDMs, and other
family and friends, the LCO recognizes that public legal education would also benefit profes-
sionals who support these individuals, regulatory colleges, advocacy organizations and health
facilities.

Providing education in accessible formats and languages, and user-friendly dissemination strategies
are also elements of possible future recommendations about public legal education on which the
LCO would like to receive your feedback.

E. Questions for Discussion

20. What are your experiences as a patient or caregiver transitioning between
care settings in the last stages of life?

21. Are law reform measures needed to improve access, navigational
supports, and the coordination of care within the health care system?

22. What strategies, processes, or institutions are best suited to resolving
disputes in the last stages of life?

23. How can legal information or education about the law be made more
relevant, timely, and effective in the last stages of life?
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Accompaniment

Advance care
planning

Advance care
plan, living will,
advance
directive

The term “accompaniment” is derived from the French “accompagnement”, which
is commonly used in France and Quebec alongside the word “treatment” (fr. “soins”)
to describe two interconnected elements of palliative care. Accompaniment
complements medical treatment and involves a range of services and supports
for persons transitioning through the dying process such as being present;
listening; and providing cultural, spiritual, psychological and social counselling.
Various individuals provide accompaniment, including health care providers,
caregivers, family, friends, community members and volunteers.86>

The LCO has adapted the definition of advance care planning used by the Hospice
Palliative Care Ontario “Health Care Consent Advance Care Planning Community
of Practice” as follows:

The Substitute Decisions Act, 1992 and Health Care Consent Act, 1996 govern ACP
in Ontario. ACP is a process that involves the mentally capable patient:

1. IDENTIFYING his/her future SDM, by either
Confirming his/her satisfaction with their default/automatic substitute decision-
maker in the SDM hierarchy list in the HCCA (presented above)

OR

Choosing someone else to act as SDM by preparing a power of attorney for
personal care (the formal written document, discussed above).

2. SHARING HIS/HER WISHES, VALUES AND BELIEFS through conversations
with the SDM and others that clarify her/her wishes, values and beliefs, and
more generally how he/she would like to be cared for in the event of incapacity
to give or refuse consent (e.g., What is quality of life to the patient? What is
important to the patient with respect to his or her health?)

ACP does not constitute consent to treatment. Except in emergencies, health care
providers must always obtain consent from an individual or SDMs prior to admin-
istering treatment, even if the individual has engaged in ACP. Obtaining consent is
a continuous process that must precede every treatment. When substitute consent
is required, known wishes, values and beliefs service to guide the SDMs’ decision-
making process. Because a person’s wishes, values and beliefs may change over
time, later wishes expressed while mentally capable prevail over earlier wishes.

ACP can be initiated and reviewed at any time, not just at end-of-life.866
These terms are not legally defined in Ontario law.8%” Although they are used
commonly, they are borrowed from decision-making regimes in jurisdictions outside

Ontario, including Canadian provinces and foreign jurisdictions.868

In those jurisdictions, these terms may refer to documents that can be used to
instruct a health care provider to administer treatments directly when a patient
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Capacity

Care

Caregiver

Care setting

Consent

End-of-life care

becomes incapable, without first obtaining consent from an SDM. Ontario law,
however, requires that health care providers always obtain consent - even where a
patient has engaged in advance care planning or has documented wishes.8%°

Under the HCCA, a person is capable with respect to a health care decision if he or
she is able to understand information that is relevant to making a decision and able
to appreciate the reasonably foreseeable consequences of a decision or lack of
decision.87° |In Ontario, where an individual lacks capacity and a decision must be
made, a substitute decision-maker will be authorized to do so in his or her place.

We use the term “care” broadly to include all forms of treatment, accompaniment
and assistance with daily living that individuals may receive as they approach
death. The definition of care used in this document also recognizes service and
supports for caregivers, family and friends, such as respite and bereavement
counselling.

Caregivers are individuals who provide care to family, friends, neighbours and
community members with health conditions, disabilities or aging needs. For the
purposes of this project, the term “caregiver” includes those who provide care
informally and on a voluntary basis and does not include professional providers.

Care settings are locations where care is provided to persons who are dying,
including private homes, the community, group homes, shelters, long-term care
homes, hospitals, residential hospices and retirement homes, among others.

Under the HCCA, health care providers must obtain consent from a capable
individual or an SDM prior to administering treatment, except in emergencies.8”!
Consent must relate to a specific treatment, be informed and voluntary, and must
not be obtained through misrepresentation or fraud. Informed consent requires
that information is provided on the nature, expected benefits, material risks and
material side effects of the treatment as well as on alternative courses of action
and the likely consequences of not having the treatment. Informed consent also
requires that the person receives responses to his or her requests for additional
information about those matters.872

End-of-life care refers to care provided to persons whose death is likely imminent.873
Persons at the end of life are typically in the advanced stages of a life-limiting
condition, are in their last weeks or days of life and may require intensive services.
The terms “end-of-life care” and “palliative care” are often used synonymously in
the literature; however, they are distinguishable. End-of-life care is only one aspect
of palliative care. As defined below, palliative care is a philosophy of care and it
encompasses a broader range of treatments and accompaniments throughout
the dying process.
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Frailty

Goals of care

Guardian

Last stages
of life

Medical
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Palliative care
or hospice
palliative care

Frailty is a syndrome that some older adults experience when they are particularly
vulnerable to adverse health outcomes. Frailty is associated with the presence of
multiple physical or cognitive conditions that put older adults at risk when they face
additional stressors. Even seemingly minor stressors can trigger major changes in
frail persons’ health and social functioning, potentially resulting in disability, death
and hospitalization.87#

Discussions about goals of care may take place between persons receiving care,
SDMs, health care providers and family members and are intended to support
goal-oriented decision-making.8”> Common goals of care include preferences to
live longer, to maintain independence or to be comfortable at the end of life,
among others.876 In Ontario, goals of care are not defined under the HCCA and
conversations about goals of care do not constitute consent to treatment. Instead,
discussing goals of care is a precursor to informed and person-centred decision-
making through legal frameworks for consent and plans of treatment under the
HCCA.

Guardians may be authorized to make decisions on behalf of another person with
respect to property management or personal care. Guardians of the person may
be appointed following an application to the Superior Court of Justice. Guardians
of the person who have authority to give or refuse consent to treatment on an in
capable person’s behalf are the first individuals identified in the hierarchical list of
automatic SDMs under the HCCA 877

The “last stages of life” is a broad and inclusive umbrella term that we use in this
project to capture the experience of all persons who are approaching the end of
their life, whether as a result of terminal illness, chronic conditions or serious
frailties that could progress until the end of life. During the last stages of life,
individuals might benefit from different forms of care, including palliative and
end-of-life care.

There are two forms of medical assistance in dying in Canada. Under the Criminal
Code, medical assistance in dying means 1) the administering by a physician or
nurse practitioner of a substance to a person, at their request, that causes their
death; or 2) the prescribing or providing by a physician or nurse practitioner of a
substance to a person, at their request, so that they may self-administer the
substance and in doing so cause their own death.

There are eligibility and procedural restrictions on medical assistance in dying,
which are described in chapter 4.E of this discussion papet.

Palliative care has philosophical and clinical dimensions. As a philosophy of care,
palliative care strives to help individuals, families and caregivers address physical,
psychological, social, spiritual and practical issues from the point of diagnosis
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throughout the dying process. Palliative care includes helping to prepare for and
manage choices, cope with loss and grief, treat active issues, prevent new issues
from occurring, and experience personal self-actualization. Palliative care
represents a shift in focus along a continuum of care, when the goals of care
move away from curative treatment toward the relief of suffering, improved quality
of life and comfort measures; however, it does not exclude life-prolonging
treatments.8’8 Patients may be eligible to receive specific treatments and
accompaniments that are available in the health care system and reflect the
philosophy of palliative care. Palliative care, hospice care and hospice palliative
care are often used interchangeably, and they are not defined in health legislation.

We discuss nuanced understandings of palliative care in chapter 4.C.

Palliative sedation therapy is intended to address the needs of patients who
experience intolerable suffering from refractory symptoms by administering
medications that have the effect of reducing consciousness. Refractory symptoms
are present if all other possible treatments have failed or, in the patient’s circum-
stances, there are no available means to alleviate symptoms that he or she finds
acceptable.t’? Palliative sedation therapy may be combined with other palliative
care treatments and accompaniments.

The Supreme Court of Canada has used the term “physician assisted dying” to
describe a physician providing or administering medication that intentionally
brings about a patient’s death, at the patient’s request.88° More recently, the federal
and provincial governments have adopted the term “medical assistance in dying”
(see above) as a means to capture the involvement of other health care providers,
such as nurses and pharmacists, in this type of treatment.

In this document, we use physician assisted dying only when referring to the
Supreme Court’s decision and its ramifications. Otherwise, we use medical
assistance in dying.

Under the HCCA, a plan of treatment is defined as a plan that is developed by one
or more health care practitioners to deal with health problems that a person has
and may, in addition, deal with health problems that the person is likely to have in
the future given the person’s current health condition.88’

Plans of treatment provide for the administration of various treatments or courses
of treatment and may, in addition, provide for the withdrawal and withholding of
treatment, in light of the person’s current health condition.882

A power of attorney is a legal document that an individual can use to authorize
another person to make decisions on her or his behalf for property management
or personal care. As one specific area of decision-making for personal care, a
power of attorney may confer authority to give or refuse consent to treatment on
the grantor’s behalf, in the event he or she becomes incapable.883
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Hospice care is used interchangeably with palliative care and hospice palliative
care. However, the term “hospice” is also used to describe a variety of specific
services and supports, and care settings. Residential hospices create a home-like
environment for patients who are at the end of their lives and need constant,
sometimes intensive, care.884 In contrast, visiting hospices offer care through
out-patient facilities or by travelling to a patient’s home. Finally, virtual hospices
offer online resources to members of the public on palliative care, advance care
planning and other issues relevant to the last stages of life.88>

Respite provides relief to caregivers who need a break from supporting a person
with daily living activities. Examples of respite include having a personal support
worker attend to the person’s needs during the day or supplying a space for
caregivers to rest for a few hours or overnight. As in these examples, respite may
take place in the home or involve travelling to another care setting. Respite may
be regular and planned in advance or provided in unexpected moments of need.

“Substitute decision-maker” is a generic term used to identify a person who is
authorized to make decisions on someone else’s behalf. They include but are not
limited to guardians, persons acting under a power of attorney and persons
authorized to make decisions in accordance with the hierarchical list of automatic
SDMs under the HCCA.

In this project, we primarily refer to SDMs who are authorized to give or refuse
consent on a behalf of an incapable person with respect to health care treatment.
These SDMs are identified in the hierarchical list of automatic SDMs under the
HCCA. Health care providers proposing treatment must follow this list when a
patient has been found to be incapable of making a treatment decision.

The full list of SDMs who can give or refuse consent to treatment under the
Health Care Consent Act, 1996 is reproduced in Appendix F.

The HCCA defines treatment as “anything that is done for a therapeutic,
preventive, palliative, diagnostic, cosmetic or other health-related purpose”
with some exceptions set out in the legislation.88®
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This is a partial list based on our preliminary consultations. This list does not imply these individuals
and organizations endorse the LCO's report, nor does it attribute any information in the report
to them whatsoever.

Additional individuals and organizations we have consulted are listed in Appendix E, “Details
on Roundtable on Legal Ethics and Practice”. We have also respected the confidentiality of
individuals and organizations that requested not to be listed.

W
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1.

12.

13.
14.
15.
16.
17.

18.
19.

20.

Alzheimer Society of Ontario
ARCH Disability Law Centre

Dr. Benjamin L. Berger, Associate Dean (Students) & Associate Professor, Osgoode Hall
Law School

Dr. Jeff Blackmer, Vice-President, Medical Professionalism, Canadian Medical Association
Dr. Carrie Bourassa, Professor, Indigenous Health Studies, First Nations University
Sandra Carpenter, Centre for Independent Living Toronto

Dr. Paula Chidwick, Director Research & Corporate Ethics, William Osler Health System
Consent and Capacity Board

Nancy Cooper, Ontario Long Term Care Association

Dr. Naheed Dosani, Project Lead & Palliative Care Physician, Palliative Education and
Care for the Homeless (PEACH), Inner City Health Associates

Dr. James Downar, Palliative Care and Critical Care, University Health Network and Sinai
Health System

Prof. Jocelyn Downie, Dalhousie University, Health Law Institute and Schulich School of
Law, Faculties of Law and Medicine

Mary Jane Dykeman, DDO Health Law

Dr. lan Ferguson, Regional Geriatric Program of Toronto
Andréa Foti, College of Physicians and Surgeons of Ontario
Prof. Michelle Giroux, University of Ottawa, Faculty of Law

Dr. Russell Goldman, Director, Temmy Latner Centre for Palliative Care, Mount Sinai
Hospital

Mark Handelman, Whaley Estate Litigation
Cathy Hecimovich, Central West Community Care Access Centre

Dr. Daren Heyland, Professor of Medicine, Queen’s University & Director, Canadian
Researchers at the End of Life Network
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21. Hospice Palliative Care Ontario

22. Hospice Palliative Care Provincial Steering Committee

23. Dr. André Hurtubise, Centre de santé communautaire du Témiskaming

24. Dirk Huyer, MD, Chief Coroner for Ontario

25. Prof. Joan Gilmour, Osgoode Hall Law School

26. Janet Kasperski, Ontario Psychological Association

27. Prof. Mary Lou Kelley, Lakehead University and Northern Ontario School of Medicine

28. Liz Laird, Palliative Pain and Symptom Management Consultation Program,
Southwestern Ontario (Grey Bruce Counties)

29. Local Health Integration Network, Erie St. Clair

30. Dr. Denise Marshall, Division of Palliative Care, McMaster University

31. Dena Maule, Hospice Toronto

32. Kay McGarvey, RN, Saint Elizabeth Health Care

33. Dr. Jeff Myers, Sunnybrook Health Sciences Centre, Palliative Care Consult Team
34. Ministry of the Attorney General

35. Ministry of Community and Social Services

36. Ministry of Health and Long-Term Care

37. Patricia Mosnia, Regional Director of Pharmacy, William Osler Health System,
Central West Community Care Access Centre & Headwaters Health Care Centre

38. Office of the Children’s Lawyer

39. Ontario Association of Social Workers

40. Ontario Bar Association

41. Ontario Caregiver Coalition

42. Ontario College of Pharmacists

43. Ontario Hospital Association

44. Ontario Medical Association

45. Ontario Multifaith Federation

46. Ontario Personal Support Workers Association
47. Ontario Seniors Secretariat

48. Kathryn Pilkington, Ontario Association of Non-Profit Homes and Services for Seniors

49, Dipti Purbhoo, Senior Director, Client Services, Toronto Central Community Care
Access Centre

50. Quality Hospice Palliative Care Coalition of Ontario

51. Registered Nurses’ Association of Ontario
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52. Prof. Hsien Seow, McMaster University, Department of Oncology

53. Robert Sibbald, London Health Sciences, Clinical and Corporate Ethics

54. Deborah Simon, Chief Executive Officer, Ontario Community Support Association
55. Six Nations Health Services

56. Dr. Ann Stewart, Casey House

57. Treatment Decisions Unit, Office of the Public Guardian and Trustee

58. Sara Urowitz, Cancer Care Ontario & Ontario Palliative Care Network Secretariat
59. Sara van der Vliet, Health Boards Secretariat

60. Frank Wagner, Joint Centre for Bioethics, University of Toronto

61. Judith Wahl, Advocacy Centre for the Elderly

62. Tara Walton, Ontario Palliative Care Network Secretariat

63. Eta Woldeab, Ontario Council of Agencies Serving Immigrants

64. Basil Ziv, Registrar & Bhupinder Sharma, Past President, College of Homeopaths
of Ontario

65. Randi Zlotnik Shaul, JD, LLM, PhD, Department of Bioethics, The Hospital for Sick
Children
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Sandra Carpenter, Centre for Independent Living Toronto
Nancy Cooper, Ontario Long Term Care Association

Julie Darnay, Quality Hospice Palliative Care Coalition of Ontario & Hospice Palliative
Care Ontario

Martha Forestell, Ontario Medical Association (until July 2016)

Professor Joan Gilmour, Osgoode Hall Law School

Professor Michelle Giroux, University of Ottawa, Faculty of Law

Dr. Doris Grinspun and Tim Lenartowych, Registered Nurses’ Association of Ontario
Mark Handelman, Whaley Estate Litigation

Cathy Hecimovich, Central West Community Care Access Centre

Pia Hundal, Ontario Bar Association

Pearl Ing, Ministry of Health and Long-Term Care (until March 2016)

Vena Persaud, Ministry of Health and Long-Term Care (from April 2016)
Janet Kasperski, Ontario Psychological Association

Dr. Denise Marshall, Division of Palliative Care, McMaster University

Dena Maule, Ontario Caregiver Coalition

Ada Maxwell-Alleyne, Ontario Medical Association (from August 2016)
Laura Metrick, Ministry of the Attorney General (until August 2016)

Dr. Jeff Myers, Sunnybrook Health Sciences Centre, Palliative Care Consult Team
Imam Abdul Hai Patel, Ontario Multifaith Federation

Kathleen Scott, Ontario Personal Support Worker Association

Sara Urowitz, Ontario Palliative Care Network Secretariat (until April 2016)
Tara Walton, Ontario Palliative Care Network Secretariat (from May 2016)
Sara van der Vliet, Health Boards Secretariat

Frank Wagner, Joint Centre for Bioethics, University of Toronto

Judith Wahl, Advocacy Centre for the Elderly
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In December 2015, the LCO issued a Call for Research Papers related to its project on Improving
the Last Stage of Life. The deadline to submit proposals in response to our Call for Research Papers
closed on January 22, 2016.

On or before February 5, 2016, the LCO extended offers to fund seven successful multidiscipli-
nary teams to undertake research on the topics indicated below. This research is being taken
into account in the LCO's analysis and recommendations, along with other research, consultations
and feedback on our other published documents. The views expressed in the research papers do
not necessarily reflect the views of the LCO, nor does the LCO take responsibility for their content.

1. Judith Wahl (Advocacy Centre for the Elderly), Mary Jane Dykeman (Dykeman
Dewhirst O'Brien LLP) & Tara Walton: Informed consent, advance care planning
and substitute decision-making: using practice tools to ensure meaningful
decision-making in the last stages of life

2. Dr. Donna Wilson & Dr. Stephen Birch: Improved care setting transitions in
the last year of life

3. Dr. Mary Chiu, Dr. Adrian Grek, Sonia Meerai, LJ Nelles, Dr. Joel Sadavoy &
Dr. Virginia Wesson: Understanding the lived experience of individuals,
caregivers and families touched by frailty, chronic iliness and dementia in
Ontario

4. Omar Ha-Redeye, Ruby Latif & Dr. Kashif Pirzada: Integrating religious and
cultural supports into quality care in the last stages of life in Ontario

5. Susan Brown, Dr. James Downar, Dr. Jennifer Gibson, Dr. Laura Hawryluck,
Dr. Csilla Kaloscai, Dr. Joy Richards, Robert Sibbald & Alexi Wood: Balancing
the interests of patients, substitute decision-makers, family and health care
providers in decision-making over the withdrawal and withholding of life-
sustaining treatment

6. Dr. Arne Stinchcombe, Dr. Katherine Kortes-Miller & Dr. Kimberley Wilson:
Perspectives on the final stage of life from LGBT elders living in Ontario

7. Sandy Buchman, Rosario Cartagena, Rose Geist, Mark Handelman, Kaveh
Katebian, Wendy Lawrence, Trudo Lemmens, Harvey Schipper, Gilbert Sharpe
& Alison Thompson: The impact of suffering on decision-making and methods
of assessing capacity in the last stages of life

In addition to the research papers commissioned specifically for this project, the LCO benefited
from the following research paper completed for in our project on Legal Capacity, Decision-
Making and Guardianship.

1. Judith Wahl (Advocacy Centre for the Elderly), Mary Jane Dykeman (Dykeman

Dewhirst O'Brien LLP) & Brendan Gray: Health care consent and advance care
planning in Ontario.
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. BACKGROUND

On June 24, 2016, the Law Commission of Ontario and partners hosted a unique opportunity
for the legal profession. As part of the LCO’s project, Improving the Last Stages of Life, we co-
hosted the Roundtable on Legal Ethics and Practice for the Last Stages of Life. Our partners
for the roundtable were three lawyers specialized in trusts and estates, and mental health law:
D'Arcy Hiltz, Alexander Procope and Ryan Fritsch.

The purpose of the roundtable was to bring together practicing lawyers, academics, government
counsel, policymakers and others from the legal community to share the professional and
ethical practice challenges they face or foresee in this area of the law.

The roundtable was a workshop-style event involving intensive discussion in small groups.
Activities throughout the day centered around the following themes:

Themes for The Roundtable Activities

1.  Advising clients on the last stages of life
2. Resolving common disputes nearing the end of life
3. Expectations for medical assistance in dying

In each case, participants were asked to answer questions on their experiences with related
practice issues and, later, to link their answers to concerns about professional ethics.

Results of the roundtable have been incorporated into the discussion paper for the Law Commis-

sion’s project and will be taken into account when we consider possible recommendations for
reform. They will also be summarized in a brief report that will publicly disseminated.

Il. LIST OF ROUNDTABLE ATTENDEES

—_

Julie Zamprogna Balles, Legal Counsel, McKenzie, Lake, Lawyers LLP

Mark Berlin, Board of Governors, Law Commission of Ontario

Shelley Birenbaum, Legal Counsel, Shelley R. Birenbaum Professional Corporation
Saara Chetner, Legal Counsel, Office of the Public Guardian and Trustee

Kerri L. Crawford, Legal Counsel, Whaley Estate Litigation

Julia Evans, Legal Counsel, Ministry of the Attorney General

Angela Fallow, Legal Counsel, Cunningham, Swan, Carty Little & Bonham LLP
Arthur Fish, Partner, Borden Ladner Gervais LLP
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Colleen Flood, Professor, Faculty of Law, University of Ottawa
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10.

1.

12.
13.
14.
15.
16.
17.
18.
19.

20.

21.

22.
23.
24.
25.
26.

27.

28.
29.
30.

31.

32.
33.
34.

Andrea Foti, Manager, Policy Department & Privacy Officer, College of Physicians
and Surgeons of Ontario

Ryan Fritsch, Policy Counsel, Legal Aid Ontario

Alana Georgas, Counsel, Ministry of Health and Long-term Care

Jan Goddard, Partner, Goddard Gamage Stephens LLP

The Honourable Stephen Goudge, Board of Governors, Law Commission of Ontario
Mark Handelman, Legal Counsel, Whaley Estate Litigation

D’Arcy J. Hiltz, Barrister & Solicitor

Pia Hundal, Trusts and Estates Executive Committee, Ontario Bar Association
Daphne Jarvis, Partner, Borden Ladner Gervais LLP

Trudo Lemmens, Professor, Faculty of Law, University of Toronto

Johanna Macdonald, Staff Lawyer, ARCH Disability Law Centre

Jane Martin, Partner, Dickson Appell LLP

Sarah Mason-Case, Research Lawyer& Project Head, Law Commission of Ontario
Laura Metrick, Legal Counsel, Ministry of the Attorney General

Diana Miles, Executive Director, Law Society of Upper Cannada

Linda Omazic, Legal Counsel, Property Rights, Office of the Children’s Lawyer
Ryan Peck, Exective Director, HIV & AIDS Legal Clinic of Ontario

Brendan Pooran, Founder/Principal Lawyer, Pooran Law

Alexander N. Procope, Swadron Associates

Lonny Rosen, Partner, Rosen Sunshine LLP

Marshall Swadron, Swadron Associates

Aneurin (Nye) Thomas, Executive Director, Law Commission of Ontario
Mary-Alice Thompson, Partner, Cunningham, Swan, Carty, Little & Bonham LLP
Amy Wah, Staff Lawyer, HIV & AIDS Legal Clinic of Ontario

Judith Wahl, Executive Director, Advocacy Centre for the Elderly
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Health Care Consent Act, 1996, S.0. 1996, Ch. 2, Sch.A

Interpretation

2. (O In this Act,

“course of treatment” means a series or sequence of similar treatments administered to a person
over a period of time for a particular health problem; (“série de traitements”)

“plan of treatment” means a plan that,

(a)
(b)

©

is developed by one or more health practitioners,

deals with one or more of the health problems that a person has and may, in addition,
deal with one or more of the health problems that the person is likely to have in the
future given the person’s current health condition, and

provides for the administration to the person of various treatments or courses of
treatment and may, in addition, provide for the withholding or withdrawal of treatment
in light of the person’s current health condition; (“plan de traitement”)

“treatment” means anything that is done for a therapeutic, preventive, palliative, diagnostic,
cosmetic or other health-related purpose, and includes a course of treatment, plan of treatment
or community treatment plan, but does not include,

(a)

(b)

©
(d)
(e
(f)
(@
h

the assessment for the purpose of this Act of a person’s capacity with respect to a treat-
ment, admission to a care facility or a personal assistance service, the assessment for
the purpose of the Substitute Decisions Act, 1992 of a person’s capacity to manage
property or a person’s capacity for personal care, or the assessment of a person’s
capacity for any other purpose,

the assessment or examination of a person to determine the general nature of the person’s
condition,

the taking of a person’s health history,

the communication of an assessment or diagnosis,

the admission of a person to a hospital or other facility,

a personal assistance service,

a treatment that in the circumstances poses little or no risk of harm to the person,

anything prescribed by the regulations as not constituting treatment. (“traitement”)
1996, c. 2, Sched. A, s. 2 (1); 2000, c. 9, s. 31; 2007, c. 8, s. 207 (1); 2009, c. 26, ss. 10
(1, 2); 2009, c. 33, Sched. 18, 5. 10 (1).
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Capacity

4. (1) A person is capable with respect to a treatment, admission to a care facility or a personal
assistance service if the person is able to understand the information that is relevant to making
a decision about the treatment, admission or personal assistance service, as the case may be, and
able to appreciate the reasonably foreseeable consequences of a decision or lack of decision.
1996, c. 2, Sched. A, s. 4 (1).

Presumption of capacity

(2) A person is presumed to be capable with respect to treatment, admission to a care
facility and personal assistance services. 1996, c. 2, Sched. A, s. 4 (2).

Exception

(3) A person is entitled to rely on the presumption of capacity with respect to another
person unless he or she has reasonable grounds to believe that the other person is incapable
with respect to the treatment, the admission or the personal assistance service, as the case
may be. 1996, c. 2, Sched. A, s. 4 (3).

Wishes

5. (1) A person may, while capable, express wishes with respect to treatment, admission to a
care facility or a personal assistance service. 1996, c. 2, Sched. A, s. 5 (1).

Manner of expression

(2) Wishes may be expressed in a power of attorney, in a form prescribed by the regulations,
in any other written form, orally or in any other manner. 1996, c. 2, Sched. A, s. 5 (2).

Later wishes prevail

(3) Later wishes expressed while capable prevail over earlier wishes. 1996, c. 2, Sched. A, s. 5 (3).

List of persons who may give or refuse consent
20. (1) If a person is incapable with respect to a treatment, consent may be given or refused
on his or her behalf by a person described in one of the following paragraphs:
1. The incapable person’s guardian of the person, if the guardian has authority to give
or refuse consent to the treatment.

2. The incapable person’s attorney for personal care, if the power of attorney confers
authority to give or refuse consent to the treatment.
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3. The incapable person’s representative appointed by the Board under section 33, if
the representative has authority to give or refuse consent to the treatment.

4. The incapable person’s spouse or partner.

A child or parent of the incapable person, or a children’s aid society or other person
who is lawfully entitled to give or refuse consent to the treatment in the place of the
parent. This paragraph does not include a parent who has only a right of access. If
a children’s aid society or other person is lawfully entitled to give or refuse consent
to the treatment in the place of the parent, this paragraph does not include the parent.

6. A parent of the incapable person who has only a right of access.
A brother or sister of the incapable person.

8. Any other relative of the incapable person. 1996, c. 2, Sched. A, s. 20 ().

Principles for giving or refusing consent

21. (1) A person who gives or refuses consent to a treatment on an incapable person’s behalf
shall do so in accordance with the following principles:

1. If the person knows of a wish applicable to the circumstances that the incapable
person expressed while capable and after attaining 16 years of age, the person shall
give or refuse consent in accordance with the wish.

2. If the person does not know of a wish applicable to the circumstances that the incapable
person expressed while capable and after attaining 16 years of age, or if it is impossible
to comply with the wish, the person shall act in the incapable person’s best interests.
1996, c. 2, Sched. A, s. 21 (1.

Best interests
(2) In deciding what the incapable person’s best interests are, the person who gives or refuses
consent on his or her behalf shall take into consideration,

(a) the values and beliefs that the person knows the incapable person held when
capable and believes he or she would still act on if capable;

(b) any wishes expressed by the incapable person with respect to the treatment
that are not required to be followed under paragraph 1 of subsection (1); and

©) the following factors:

1. Whether the treatment is likely to,
i. improve the incapable person’s condition or well-being,
ii. prevent the incapable person’s condition or well-being from deteriorating, or

iii. reduce the extent to which, or the rate at which, the incapable person’s condition
or well-being is likely to deteriorate.
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2. Whether the incapable person’s condition or well-being is likely to improve, remain
the same or deteriorate without the treatment.

3. Whether the benefit the incapable person is expected to obtain from the treatment
outweighs the risk of harm to him or her.

4. Whether a less restrictive or less intrusive treatment would be as beneficial as the treat-
ment that is proposed. 1996, c. 2, Sched. A, s. 21 (2).

Information

22. (1) Before giving or refusing consent to a treatment on an incapable person’s behalf, a sub-
stitute decision-maker is entitled to receive all the information required for an informed consent
as described in subsection 11 (2). 1996, c. 2, Sched. A, s. 22.

Criminal Code, R.S.C. 1985, c.C-46

Medical Assistance in Dying

Definitions
241.1 The following definitions apply in this section and in sections 241.2 to 241.4.

medical assistance in dying means

(a) the administering by a medical practitioner or nurse practitioner of a
substance to a person, at their request, that causes their death; or

(b) the prescribing or providing by a medical practitioner or nurse practitioner
of a substance to a person, at their request, so that they may self-administer the
substance and in doing so cause their own death. (aide médicale a mourir)

medical practitioner means a person who is entitled to practise medicine under the
laws of a province. (médecin)

nurse practitioner means a registered nurse who, under the laws of a province, is
entitled to practise as a nurse practitioner — or under an equivalent designation —
and to autonomously make diagnoses, order and interpret diagnostic tests, prescribe
substances and treat patients. (infirmier praticien)

pharmacist means a person who is entitled to practise pharmacy under the laws of a
province. (pharmacien)
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Eligibility for medical assistance in dying

241.2 (1) A person may receive medical assistance in dying only if they meet all of the following
criteria:

(a) they are eligible — or, but for any applicable minimum period of residence or
waiting period, would be eligible — for health services funded by a government in
Canada;

(b) they are at least 18 years of age and capable of making decisions with respect
to their health;

(c) they have a grievous and irremediable medical condition;

(d) they have made a voluntary request for medical assistance in dying that, in
particular, was not made as a result of external pressure; and,;

(e) they give informed consent to receive medical assistance in dying after having
been informed of the means that are available to relieve their suffering, including
palliative care.

Grievous and irremediable medical condition
(2) A person may receive medical assistance in dying only if they meet all of the following criteria:

(a) they have a serious and incurable illness, disease or disability;
(b) they are in an advanced state of irreversible decline in capability;

(c) that illness, disease or disability or that state of decline causes them enduring
physical or psychological suffering that is intolerable to them and that cannot be
relieved under conditions that they consider acceptable; and;

(d) their natural death has become reasonably foreseeable, taking into account all
of their medical circumstances, without a prognosis necessarily having been made
as to the specific length of time that they have remaining.

Safeguards

(3) Before a medical practitioner or nurse practitioner provides a person with medical assistance
in dying, the medical practitioner or nurse practitioner must:
(a) be of the opinion that the person meets all of the criteria set out in subsection (1);
(b) ensure that the person’s request for medical assist—ance in dying was

(i) made in writing and signed and dated by the person or by another person
under subsection (4), and

(ii) signed and dated after the person was informed by a medical practitioner
or nurse practitioner that the person has a grievous and irremediable medical
condition;
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(c) be satisfied that the request was signed and dated by the person — or by
another person under subsection (4) — before two independent withesses who
then also signed and dated the request;

(d) ensure that the person has been informed that they may, at any time and in
any manner, withdraw their request;

(e) ensure that another medical practitioner or nurse practitioner has provided a
written opinion confirming that the person meets all of the criteria set out in su
section (1);

(f) be satisfied that they and the other medical practitioner or nurse practitioner
referred to in paragraph (e) are independent;

(9) ensure that there are at least 10 clear days between the day on which the
request was signed by or on behalf of the person and the day on which the medical
assistance in dying is provided or — if they and the other medical practitioner or
nurse practitioner referred to in paragraph (e) are both of the opinion that the
person’s death, or the loss of their capacity to provide informed consent, is
imminent — any shorter period that the first medical practitioner or nurse
practitioner considers appropriate in the circumstances;

(h) immediately before providing the medical assist—ance in dying, give the person
an opportunity to withdraw their request and ensure that the person gives express
consent to receive medical assistance in dying; and

(i) if the person has difficulty communicating, take all necessary measures to
provide a reliable means by which the person may understand the information
that is provided to them and communicate their decision.

Unable to sign

(4) If the person requesting medical assistance in dying is unable to sign and date the request,
another person — who is at least 18 years of age, who understands the nature of the request
for medical assistance in dying and who does not know or believe that they are a beneficiary
under the will of the person making the request, or a recipient, in any other way, of a financial
or other material benefit resulting from that person’s death — may do so in the person’s presence,
on the person’s behalf and under the person’s express direction.

Independent witness

(5) Any person who is at least 18 years of age and who understands the nature of the request
for medical assistance in dying may act as an independent witness, except if they

(a) know or believe that they are a beneficiary under the will of the person making the
request, or a recipient, in any other way, of a financial or other material benefit resulting
from that person’s death;

(b) are an owner or operator of any health care facility at which the person making
the request is being treated or any facility in which that person resides;

LAW COMMISSION OF ONTARIO 182 MAY 2017



(c) are directly involved in providing health care services to the person making
the request; or

(d) directly provide personal care to the person making the request.

Exemption for medical assistance in dying

241 (2) No medical practitioner or nurse practitioner commits an offence under
paragraph (1(b) if they provide a person with medical assistance in dying in
accordance with section 241.2.

Exemption for person aiding practitioner

(3) No person is a party to an offence under paragraph (1)(b) if they do anything
for the purpose of aiding a medical practitioner or nurse practitioner to provide a
person with medical assistance in dying in accordance with section 241.2.

Exemption for pharmacist

(4) No pharmacist who dispenses a substance to a person other than a medical
practitioner or nurse practitioner commits an offence under paragraph (1)(b) if the
pharmacist dispenses the substance further to a prescription that is written by
such a practitioner in providing medical assistance in dying in accordance with
section 241.2.

Exemption for person aiding patient

(5) No person commits an offence under paragraph (1)(b) if they do anything, at
another person’s explicit request, for the purpose of aiding that other person to
self-administer a substance that has been prescribed for that other person as part
of the provision of medical assist—ance in dying in accordance with section 241.2.
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1. Within the scope of LCO’s project, are there any additional affected individuals,
communities, and institutions that should be taken into account?

2. Are there any additional recent debates or legislative frameworks that LCO
should be aware of?

3. What legal rights and principles are important for shaping care and establishing
professional standards in the last stages of life?

4. Legislation governing health care, housing, employment, professions, and other
areas intersects with the last stages of life - what gaps exist that would benefit
from greater certainty or clarity?

5. Should a public health approach to palliative care be integrated into Ontario’s
regulatory framework, and how would it look on the ground?

6. The LCO has identified several areas where medical assistance in dying could
be clarified, including transitions in care, conscientious objection, and appeals
of capacity determinations. Are there other additional issues to consider?

7. What are your experiences as a member or supporter of a community of need
going through the last stages of life?

8. What law reforms do you believe are needed for communities with unmet
needs, and how would such reforms be most effectively implemented in law?

9. Are there any communities with unmet needs who are not identified in this
paper that the LCO should consider?

10. How can institutions, professionals and the public be better supported to obtain
meaningful and legally compliant health care consent?

11. How can practice tools achieve the goal of providing accurate, consistent and
meaningful information about consent and advance care planning?

12. There are connecting laws, principles and policies regarding decision making
for life-sustaining practices such as CPR, DN, and nutrition. What are the
strengths, weaknesses and gaps in Ontario’s current legal framework for decision
making authority over life-sustaining practices?
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13. Who should have authority to determine whether life-sustaining and lifesaving
treatment (e.g., CPR, DNR) is offered to, or withdrawn from, a patient - the
patient (or SDM) or a health care provider? Under what circumstances?

14. Should Ontario regulate the offering of food and water to persons nearing the
end of life, including the authority of SDMs to consent to withholding necessities
of life?

15. Should Ontario regulate the clarity, consistency and safety of palliative sedation

therapy considering the ethical challenges, medical assistance in dying, and
the need for safeguards like informed consent?

16. Which options are preferred to better plan for and manage expected deaths at
home? Would it be beneficial to have a province-wide strategy or formal regu-
lation?

17. How can strategies for addressing the needs of health care providers assist with

mental and moral stress? How can health care practitioners be better prepared
to manage disputes?

18. Do legal professionals require specific education and guidance on matters
relating to the last stages of life, and what form might this best take?

19. What approaches are best suited to address barriers, accommodations and
supports to better integrate faith, cultural and spiritual practices into care nearing
the end of life?

20. What are your experiences as a patient or caregiver transitioning between care
settings in the last stages of life?

21. Are law reform measuresneeded to improve access, navigational supports, and
the coordination of care within the health care system?

22. What strategies, processes, or institutions are best suited to resolving disputes
in the last stages of life?

23. How can legal information or education about the law be made more relevant,
timely, and effective in the last stages of life?
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