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Transmittal

This Declaration of Partnership and Commitment to Action is the result of a
collaborative effort from over 80 stakeholders from across Ontario who bring a
wide range of insights and expertise to the table. We have achieved a common
consensus on a vision for palliative care in Ontario. This work outlines the steps
we need to take together to make that vision a reality.

There is no single author i we are all contributors and accountable to advancing
this common vision through our individual and collective actions.

Each participant will use this tool to help inform change within his/her realm of
influence and control. Similarly, the Local Health Integration Networks can
choose to use this as a tool to help inform regional planning and the Ministry of
Health and Long-Term Care can choose to use this as a tool to help inform policy
decisions and system-wide planning.

Our expectation is that we use this document as a framework for all participants
to engage more broadly with our colleagues and stakeholders. We should not
lose focus of the ultimate goal of greater system integration that puts the person
and their family at the core of every decision we make.
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Charter for Advancing High Quality, High Value Hospice
Palliative Care in Ontario

How we as organizations, leaders and care providers agree to work
together to improve quality and the value of health care delivery for
Ontarians

We are a partnership of individual, family, professional, volunteer, policy, planning and
research representatives of Ontariods health
(thet Mierags0) that are committed to working tog:¢
value health care and palliative care delivery for Ontario residents and their families.

As partners, we share a common purpose to better support adults and children with life-

limiting illness, their families and their caregivers to improve their comfort, dignity and

quality of life preceding death. This support extends to families and caregivers

following a |loved onebs deat h. Achieving thi
commitment with shared ownership of solutions and actions between all partners and

across all care settings.

How we treat those who are living with or dying from life-limiting illnesses in our
community reflects who we are as a society. All Ontarians have the right to quality
palliative care, which includes the right to optimize the quality of their life, to have
access to physical, psychological, social, bereavement and spiritual care, to have
respect consistent with other phases of life, and to die with dignity.

We aim for the delivery of quality care that is needs-based, proactive, holistic, timely,
onngoing, consistent, connected and respectful
experience of care as well as population health and system outcomes. We support an

integrated continuum of care options, recognizing the important role that care settings

such as primary care, home care, long-term care homes, hospitals (acute and other),

community support services and residential hospices all play in providing care to adults

and children with progressive life limiting illness.

We believe that where desired by dying people and whenever possible, people should
receive care and support to the end of their lives in their home community through
primary providers® in any care setting, with access to specialty care where appropriate.

We will work together to strengthen the ability of primary providers across all care
settings to effectively serve adults and children with a wide range of needs, diseases
and conditions, based on a holistic view of the person along a psychosocial continuum
of care, along with a realistic understanding of their support environment. We will work
together to support primary delivery by ensuring appropriate access to information,

! Refers to all providers in any sector who offer first level or first response contact with individuals in
relation to their health, including physicians, nurses, PSWs and others i see definition in appendix A
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education, mentorship as well as regionally organized specialized palliative care
services in all regions and local communities.

While many chronic diseases are life limiting, individuals with advanced chronic disease? (i.e.
those likely to be entering their final year of life as evidenced by severe and progressive
symptoms or decreased functional status) or end-of-life care needs especially require high
quality palliative care and support.

In terms of immediate focus, partners agree that adults and children with advanced

chronic disease and their families should be targeted for delivery improvements first, as

they will benefit most from the actions outlined in this paper, and currently represent a

higher risk for poorer quality of life and system outcomes. At the same time, we will

promote dialogue with families and caregivers, professionals who serve individuals with

chronic disease, and the public about palliative care generally and about advanced care

planning to broaden awareness and improve access to available supports and

resources earlier in an i @udfocusistaioptimizesthedi s eas e
best of what is currently available (Wart of
recognize that any reforms adopted must lead to better value for money through

improved efficiencies and greater productivity, as well as improved quality.

We are approaching our palliative care partnership as a foundation for broader health
care transformation and not as a unique project for a specialized population - see
Appendix B for a description of what we imagine success to look like for the system as
well as an initial roadmap to transform delivery within existing programs and structures.

This Declaration of Partnership sets out our collective commitments, common priorities
and appropriate actions to optimize care delivery to improve the individual and caregiver
experience, quality and value for the system. It identifies the need and next steps to
better achieve equitable access to safe, comprehensive and high quality care and
support for individuals and families across Ontario. We are committed individually and
collectively to moving forward with implementation of recommended actions i both
immediately and in the longer-term.

Hospice Palliative Care Definition

Hospice palliative care is a philosophy of care. Residential hospice care reflects a care
setting. For the purposes of thiswork,t he ter ms fAhospicd@dpmall aative
car e 0 usddintercharngeably.

Our definition and understanding of hospice palliative care is adapted from the
Canadian Hospice Palliative Care Association (CHPCA) Model to Guide Hospice
Palliative Care (2002):

2 See Appendix A for definitions
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Care to modify disease -7
Focus of = -
Care .- . —
.- Hospice Palliative Care
- to relieve suffering and/or
e improve quality of life
Presentation/ Time Individuald s D e
Diagnosis |
: lliness 1 Bereavement
. I
Acute Chronic Advanced :
Life-threatening |

End-of-Life Care

Hospice palliative care is a philosophy of care that aims to relieve suffering and improve
the quality of living and dying. It strives 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 life closure and the dying process

cope with loss and grief during the illness and bereavement

treat all active issues

prevent new issues from occurring

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

Hospice palliative care:

e Is appropriate for any individual and/or family living with, or at risk of developing, a
life-threatening illness due to any diagnosis, with any prognosis, regardless of age,
and at any time they have unmet expectations and/or needs, and are prepared to
accept care

¢ May complement and enhance disease-modifying, restorative or rehabilitative care
or it may become the total focus of care

¢ s most effectively delivered by an inter-professional team of healthcare providers
skilled in all aspects of the caring process related to hospice palliative care that may
include unregistered staff.

¢ |s most effectively provided when the care is integrated at the clinical, organizational

and overall system level.

Is person and family centred, respecting their social, spiritual and cultural practices.

Includes end of life care but is not limited to the time immediately preceding death.

Il n terms of the | evel of palliative care need
there are three typical trajectories leading to death.
e The first trajectory is sudden death from an unexpected cause, such as an accident

or homicide (or about 10% of all deaths.)

Version 5, December 6, 2011 8



e The second trajectory is the steady decline in health status from a progressive and
predictable disease with a (&rabout28ofal 0

Canadian deaths).

e The third trajectory is advanced chronic illness marked by slow decline with periodic

crises that may result in sudden death. The vast majority of deaths arise from
advanced chronic diseases such as heart disease, stroke, chronic obstructive
pulmonary disease, renal failure, and Alzheimer's disease and fit in this third
trajectory.

It has been estimated that only 16-30% of Canadians have some level of access to
palliative care and support appropriate to their needs, and the majority of individuals
that do have access often have a diagnosis of cancer (Carstairs, 2010).

Vision

Adults and childreithprogressive Hieniting iliness, their fanalesthei
caregiverwillreceivehe holistic, proactive, timely and contiateasd suppol
they needhrough the entire spectrum of care both preceding and folltovi
help theriive as they choose, aptimietheir quality of Jiemfordigntyand
security

System Goals (Triple Aim)

QUALITY: POPULATION HEALT! SUSTAINABILITY:
Improg client/family Improvemaintain and Improve systgmerformance t
caregiveandprovider supporuality of life and  geliveingbetter care more ec
experiendey delivering hi ~ healtrstatus gbeople witt effectivelgnd creating a
quality, seamlesareand progressive Hieniting continuously setfproving
support illnesseso the extent system
possible

Values and Assumptions

The following assumptions have guided the development of our vision and action plan.

All Ontarians should have equitable access to high quality care and support to

optimize their ability to live well with a progressive life-limiting illness wherever

they reside or receive care.

e All people of all ages (children and adults) living with progressive life-limiting
illnesses, and individuals coping with complex grief, fall within the scope of this
vision and declaration.

e Palliative care is not just for individuals in the final months of life and is not limited to

cancer diagnoses.
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¢ Quality palliative care should be integrated with quality chronic disease management
for all individuals living with progressive life-limiting illnesses. There is a need for
better, coordinated care planning along the entire chronic disease trajectory and
aging process. This includes early and on-going advanced care planning.

e Includes culturally and linguistically diverse, and vulnerable populations

¢ Includes every care setting where Ontarians reside or die. It can be provided at
home (and in all home settings, for example, retirement homes, group homes, etc.),
in hospitals, long-term care homes, free-standing hospices, and so on, and includes
all services that are received.

e Geography includes urban, rural and remote and First Nations communities (both
reserve and urban).

¢ When death is inevitable, every effort is made to have a person die with dignity and
in peace and comfort, based on individual and family choice and preferences.

¢ Includes bereavement support to assist informal caregivers, residents, and providers
(front-line staff) with the management of grief, regardless of the cause of death.

The individual with a progressive life-limiting illness and their family are at the
centre of care
e Care is client-directed (through the individual themselves or their substitute decision
makers, and advanced care planning) and client-centred (through the way care
providers organize themselves to provide comprehensive care).
e Equally important is that care is family-centred
o Family members will be key recipients of care, both before and after a loved
onebs deat h.
o Family is inclusive of all relationship types that are acknowledged by the
individual (e.g. relative, partner, friend, etc.).

Family members, friends and community groups (informal caregivers and

volunteers) willingly provide the majority of care for most individuals.

e The most appropriate and sustainable system is one that includes support for
informal caregivers and volunteers to help them be successful and effective in this
role.

Quality is a key driver to achieve system goals
In the context of this declaration, quality means:
e Care and support centres on the person and their caregivers
e Every Ontarian with a life-limiting illness and their family/informal caregivers will be
able to access care and support that is safe, equitable, appropriate, effective and
efficient
e The system providing this care and support is population-focused, appropriately
resourced, and integrated
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Nine Attributes of a High-Performing Health System

"

LN

O tario Hospital Association and
Onarie Health Quality Council, 2000

Increasing sustainability and value is a central focus of improvement

¢ Sustainability is enhanced by delivering better value for Ontarians and our health
system, as evidenced by improvements in population outcomes and system
performance relative to cost.

¢ Value will be most improved to the extent we can optimize existing available
resources at the primary level to provide proactive, holistic care and preserve
specialist delivery for the small number of individuals with highly complex needs.

¢ Any reforms adopted should lead to better value for money through improved
efficiencies and greater productivity, as well as improved quality. In particular,
unnecessary new administrative structures will not be added to the system. The
value of any new structure, initiative, program or investment should be measured
and reported in terms of the extent that they contribute to improving population
outcomes and system performance relative to cost. The unit of value measurement
is the person.

e Sustainabilityas measured through Avalueo wil/l
proposed action items within the Commitment to Action and will become a primary
component of evaluation as the health system evolves.

Achieving the Vision
Shifting to a New Delivery Paradigm

AThe true test of a health care system is how well
beyond a system organized around acute illness and reactive management of disease to one that deals
effectively and proactively with chronicill ness and t he needs %f an a ging

The evidence is overwhelming that excellent palliative care has the same elements as
excellent chronic disease management. Ontariobs health care
single, cohesive delivery model that integrates care and support for adults and children

% Donald M. Berwick, MD, President and CEO Institute for Healthcare Improvement
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with chronic disease across the full care and support continuum from diagnosis until
death and through bereavement including access to quality palliative care.

Current Model: individuals with advanced chronic disease(s) or complex care
needs receive care that is reactive, targeted, disease-focused, centering on
curative treatment, and delivered by multiple, siloed, individual providers in
distinct, acute episodes.

Proposed new model: Virtual extended inter-professional teams

Adults and children with advanced or EOL chronic disease(s) and their informal
support network will receive care and support that is proactive, holistic, person
and family-focused, centering on quality of life and symptom management
issues, and delivered by a virtually integrated inter-professional team in a
coordinated, continually-updated care plan, that encompasses all care settings in
which the client receives care.

We intend to transform delivery to develop a comprehensive, integrated continuum of

care and support that wraps delivery around the adult or child, and their family and

informal caregivers and responds to his/her goals, needs and personal contexts through

a virtual extended inter-professional team. Moving to the new model requires that:

1. A full continuum of care settings and services is in place;

2. In each care setting where individuals die, there is a clearly defined care program
that embeds a palliative care philosophy and approach;

3. Sectors and services are linked by common practice, processes, structures and
education;

4. Adequate numbers of trained professionals and trained volunteers are available;

5. System level accountability is clearly defined and communicated; and

6. Funding models, guidelines and policy directions support an integrated system

Version 5, December 6, 2011 12



It also requires a new concept of team. The team approach outlined in this document
extends team-based delivery that might already be available in primary care, home care
or palliative care sectors by integrating existing teams or resources with each other
where appropriate and connecting health care delivery with broader social supports
within community, informal, social services, or municipal sectors. It includes designated
resources to work with clients and caregivers (to the extent they are willing) on the
development of an overarching care plan that outlines the roles and expected
contributions of all formal and informal care and support providers. It assigns clear
responsibility for the effective coordination, management and communication between
extended team members, and tracking performance and outcomes.

We note that building an extended inter-professional team for each client will be greatly
facilitated to the extent that dedicated, formal inter-professional primary chronic disease
management teams and specialized palliative care consultation teams are already
available within that community or care setting. Where teams exist, many of the
connected providers will already have established team protocols, clear roles, and
trusting relationships with each other.

Benefits for Individuals and Families
eThe personds needs are identified early. I nd
with the supports they require simply and with minimal wait times through designated

care coordi-stadmrsh dd@pinreg approacho) .

e The individual and/or family designates are engaged as partners in all care planning
and delivery decisions, as well as in the monitoring of outcomes

¢ Individuals receive care from one inter-professional team, which has capacity for 24/7
responsiveness. The team fits around the person/family needs (rather than fitting the
individual into existing programs). The individual or substitute decision-maker gives
permission for members to join the team as well as access and sharing of information.

o Medical, clinical and professional services such as physicians, nurses, hospice
staff and volunteers, psychosocial/spiritual support, rehabilitation specialists and
therapists, as well as personal support workers and homemakers, day programs,
Meals on Wheels, transportation and social programs are integrated when needed
as part of the team. Members of the team communicate effectively among each
other and continually update the care plan as necessary.

0 Specialized services and supports are brought into the team as needed. In
addition to hospice palliative care specialists, other specialist members might
include disease specialists, cognitive and behavioural support, and mental health
and addictions, for example.

o Whenever the person is admitted to hospital
of care and collaborate with the community team to ensure the person returns to
the community as quickly as possible with appropriate transitional supports.

o0 Home-based palliative care will be part of primary care and chronic disease
management, supporting individuals who desire to remain in their communities
until the end of their life.
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¢ Individuals and their caregivers are fully informed about what medications to take,
what signs to watch for, and when to seek additional care. Families/caregivers know
who to contact to deal with issues that arise after normal business hours

¢ Consistent staff and volunteers visit the individual to the greatest extent possible

e The team shares a single client record, including medication information, to increase
safety and so individuals and families do not have to repeat their information
unnecessarily

o Flexible respite care is available when needed. Towards the end of life, the location of
care will be optimized to achieve an appropriate balance between acuity, preference,
convenience, and economies of scale (i.e. choice between home or residential
hospice or hospital).

¢ The individual and family experiences care delivery as seamless, connected and
continuous

In addition to the delivery changes described above, the partners to this declaration
advocate and encourage a dialogue and action to enhance the availability of other key
supports for informal caregivers at national, provincial, and business leader tables. For
example, additional supports beyond delivery might include expanded cash-for-care or
direct payment funding schemes, and more flexible job benefits or protections for
compassionate care leaves.

A personods n dtesigraficandyyoves the episode of care
The following diagrams*pr ovi de an overview of how an

over the course of their disease, but not necessarily in a consistent or predictable
pattern.

C Complex
B '-._.'é‘;"“ Intermediate
i
(=
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L=
V)
=
A \;4 Primary
R = care
-
e o Patient meovement Detweor levetls
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Sourcei pg 13-
http://www.palliativecare.org.au/Portals/46/A%20quide%20to%20palliative%20care%20service @0uhereo
20-%20a%20population%20based%20approach.pdf
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Levels of care for palliative patients 2
|

Complex palliative care A Many palliative

Pt E > patients require
palliative care only
— at a Plevel (Pt A)

A Others require
specialized level
palliative care

. i
o occasionally (Pts B,
Pt C D)
A A small number
@ — require specialized
< level services
@ Primary level palliative care indefinitely due to
their complexity
(Pts C, E)

Iliness trajectory Terminal phase EO

i Palliative Care

ANiimte~lica

Sourcei pg. 17adaptettom :
http://www.palliativecare.org.au/Portals/46/A%20gquide%20to%20palliative%20care %2886 Alddevelopment%
20-%20a%20population%20based%20approach.pdf

Delivery must be equally fluid in response, with hospice palliative care
philosophy and expertise well integrated with primary delivery and CDM

To enable the system to respond effectively to unpredictable and rapidly changing
complex needs in a timely way
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