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Introducing the Caregivers’ Toolkit for
Advance Care Planning and Early Identification of Palliative Care Needs

This toolkit is for people who are caregivers to their family, friends, neighbours, clients, or patients.
Who? Caregivers are both unpaid and paid and offer care in a variety of settings including the home,
community services settings such as seniors’ day programs, doctors’ offices, and hospitals.

This toolkit is to help caregivers understand the importance of preparing people to communicate
their health care wishes and future decisions. These decisions are guided by values, beliefs, and
what each person considers important in their life. This is advance care planning.

The toolkit also provides information about palliative care which is health care that aims to improve
the quality of living and dying for individuals with declining chronic conditions or life-limiting
illnesses. This is about physical, emotional, social, and spiritual health.

What?
The toolkit includes information about:
- the best guides and tools for use in these discussions
- asking the right questions
- how to help when someone is diagnosed with a chronic or life-limiting illness
- what to do if you see a decline in a person’s health or change in behaviour
- who and how to ask for health services
The Toolkit is available at http://cwpcn.ca/wp-content/uploads/HCC-ACP-and-Early-ID-Toolkit.pdf
Where? and is currently only available in English. At the website, you can review the toolkit in sections or
" | you can download the whole toolkit. If you want to speak with someone about it, please call the
Central West Palliative Care Network team at 905-796-4694, extension 2.
You can use this toolkit at any time to learn how to discuss advance care planning with someone
you care about. It is never too early to plan for future health care needs and wishes. As for
When? identifying palliative care needs as early as possible, you can consider this when someone is

showing signs of decline from chronic disease or life-limiting illnesses. This includes changes in
behavior such as eating or sleeping, usual daily activities, or changes that a trained health
professional would recognize.

A better quality of life and dying is possible when you have spoken with someone you care for and
know his or her preferences for future care. Early identification helps to prepare everyone for death
Why? and permits time to prepare for and meet the wishes of the person dying, including the personal
choice of where to die. These are conversations that may be more comfortable for some people
than others, but it can make such a difference to everyone involved.

Information was sourced through www.goldstandardsframework.org.uk/advance-care-planning and
Www.cwpcn.ca.



http://cwpcn.ca/wp-content/uploads/HCC-ACP-and-Early-ID-Toolkit.pdf
http://www.goldstandardsframework.org.uk/advance-care-planning
http://www.cwpcn.ca/
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1.

Introducing Palliative Care

1.1 What is Palliative Care

The Central West LHIN Palliative Care Network defines palliative care as a
philosophy of care that is not limited to one’s end of life and should be available for
people living with any illness, at any age and at any stage of an illness. It is whole-
person health care that aims to improve the quality of living and dying
(http://cwpcn.ca/en/home/). It strives to help individuals and their families to:

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

prepare for and manage end-of-life choices and the dying process;

cope with loss and grief;
treat all active issues;

prevent new issues from occurring; and

promote opportunities for meaningful and valuable experiences, personal and
spiritual growth.
https://www.ontariopalliativecarenetwork.ca/sites/opcn/files/KEY _PALLIATIVE_C
ARE_CONCEPTS_AND_TERMS.pdf

Palliative care is about:

building relationships and partnerships — a team approach
supporting people with life-limiting illnesses

living well and with hope

planning for the future

getting support for patients and their family

talking about what is important to patient

sharing patient’s goals of care

getting expert help when it is needed

According to the World Health Organization (WHO), palliative care is an approach
that improves the quality of life of patients and their families facing the problem
associated with life-threatening illness, through the prevention and relief of suffering
by means of early identification and impeccable assessment and treatment of pain and
other problems, physical, psychosocial and spiritual
(http://cwpcn.ca/en/about/palliative-care/).

1.2 About Advance Care Planning and Early Identification

Advance Care Planning (ACP) is about preparing people to communicate their health
care wishes and future decisions, guided by values, beliefs, and what they consider
important in life. It prepares people and the ones they choose to make decisions on
their behalf when they are unable to do so about desired health care and treatment.
ACP is personal reflection and conversation about being prepared for future
decisions. (www.speakupontario.ca/wp-content/uploads/2018/07/ACP-Conversation-



http://cwpcn.ca/en/home/
https://www.ontariopalliativecarenetwork.ca/sites/opcn/files/KEY_PALLIATIVE_CARE_CONCEPTS_AND_TERMS.pdf
https://www.ontariopalliativecarenetwork.ca/sites/opcn/files/KEY_PALLIATIVE_CARE_CONCEPTS_AND_TERMS.pdf
http://cwpcn.ca/en/about/palliative-care/
http://www.speakupontario.ca/wp-content/uploads/2018/07/ACP-Conversation-Guide-Public.pdf
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Guide-Public.pdf). The goal is to deliver care in a way that addresses peoples’

preferences as they have described and discussed with them
(www.goldstandardsframework.org.uk/advance-care-planning).

Early identification is about proactively identifying people’s needs to help ensure
quality of life and quality of dying, as much in advance of death as possible. It helps
to prepare everyone for death and permits time to prepare for and meet the wishes of
the person dying, including the personal choice of where to die
(www.goldstandardsframework.org.uk/Introduction-to-new-updated-P1G).

1.3 Informal and Formal Caregivers

2.

For purposes of this toolkit, informal caregivers are people not employed as carers
and include but are not limited to family, friends, neighbours, and volunteers. Formal
caregivers are paid workers with varied education, training, and knowledge e.g.
personal support workers, nurses, mental health workers, social workers, care
coordinators, physicians and other members of the care team.

Background

The following provides information about palliative care in the Central West LHIN and
Ontario. It highlights the collective focus and effort of formal caregivers in Ontario to
improve palliative care services. See Appendix 1 for more detailed information.

2.1 The Vision for Palliative Care in Central West LHIN

The vision for palliative care in the Central West LHIN is to have all formal an
informal caregivers in all settings talking to people about advance care planning and
trying to identify palliative care needs earlier than is usually the case e.g. closer to the
end of life. Across the LHIN, the aim is for better connections amongst a network of
caregivers that helps prepare people and have them experience quality living and

dying.

2.2 Central West LHIN Palliative Care Network (CWPCN)

Central West LHIN Palliative Care Network is committed to putting patients and their
family at the centre of every decision, regardless of age or illness and dedicated to
building a palliative care system that meets people’s needs. The Network is part of
the Central West Local Health Integration Network (LHIN) and is a partnership of
hospices, home and community care, hospitals, long term care homes and others
committed to providing leadership to ensure high-quality palliative care services
across the LHIN in Brampton, Caledon, Dufferin County, Malton, North Etobicoke,
and West Woodbridge.


http://www.speakupontario.ca/wp-content/uploads/2018/07/ACP-Conversation-Guide-Public.pdf
http://www.goldstandardsframework.org.uk/advance-care-planning
http://www.goldstandardsframework.org.uk/Introduction-to-new-updated-PIG
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2.3 Ontario Palliative Care Network (OPCN)

The OPCN is a partnership of community stakeholders, health service providers and
health systems planners working together to develop coordinated hospice palliative
care services with the same standard of quality and availability across the province. It
was established in March 2016 by the Ministry of Health and Long-Term Care (the
Ministry) to help achieve greater patient choice in hospice palliative and end-of-life
care.

3. Development of this Toolkit

This toolkit was developed by a group of formal caregivers serving residents of the
Central West LHIN. The group included organizations based in the community
providing palliative care, home and community care, mental health and addiction
services, and primary care. It is a resource for use by formal and informal caregivers to
help them have conversations with people about advance care planning, understand the
importance and benefit of identifying palliative care needs early, and how to connect
people to services at the right time.

It is recognized that informal and formal caregivers have different abilities to support
advance care planning and early identification of needs. This toolkit provides a common
language amongst caregivers to communicate the palliative care needs of people with a
life-limiting illness and their families and then helps them access services to help
everyone cope as best as possible.

For more information on the development of this toolkit, please see Appendix 2.

4. The Toolkit
4.1 ACP and Early 1.D.: Roles for Caregivers in Different Settings

a. How to Participate Effectively: a map of the process

Here is a partial picture of a process map to guide caregivers in all settings to conduct
Advance Care Planning (ACP) with individuals and identify their palliative care
needs as early as possible, known as Early I.D. See Appendix 3 for the complete and
readable process map.

= [ — |
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The map is based on a proven model for palliative care recognizing that there are

several stages including:

- asking the “surprise question” — would you be surprised if this person were to die
next year?

- observing general decline in health and wellness

- recognizing specific decline related to a number of diseases

- determining the need for palliative care and coordinated care planning,

- addressing physical, psychological, social, spiritual and practical issues, and their
associated expectations needs, hopes and fears; and

- bereavement support

The tools for use with the map are also identified and more detail on that is provided
in the section 4.2.

The process map is developed in “lanes”, showing the distinct role of some formal
caregivers including physicians, nurse practitioners, and nurses in identifying specific
decline versus all other caregivers — formal and informal. These regulated health
professionals practice in a number of settings and regardless of where they serve their
patients, their qualifications position them to do more to assess the need for palliative
care. All caregivers are able to participate in Early 1.D. and formal caregivers should
do so within their scope of practice.

b. Instructions for Using the Map

Shown in Appendix 4 is an overview in a chart format of the map that will help
caregivers to understand and follow the steps in the process as shown in the map.
Each step, decision, and resource is explained in detail. This chart together with the
process map, training, and resources should adequately prepare caregivers to conduct
both ACP and Early 1.D.

c. Following the Process in Various Settings
Given the variety of care settings and health and social programs available, the
opportunity to conduct ACP and Early 1.D. presents to caregivers differently.

For informal caregivers, deciding when to talk about Advance Care Planning is based
on the relationship and on the caregivers’ level of comfort. The tools in this toolkit
help with what to say, but it may also require more than a casual relationship. For
Early 1.D., it requires enough familiarity with someone that the caregiver notices a
change e.g. in how well a person is sleeping and eating, if a person’s thinking is
growing confused, and what a caregiver generally knows about that person’s health
condition.

Three points of contact for formal caregivers are identified including intake,
assessment, and re-assessment. For Early 1.D., it may happen through regular patient
contact. On observing a change in the person, this contact may prompt a re-
assessment prior to a six (6) or 12-month update that is regularly scheduled.
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It is important for organizations where formal caregivers work to incorporate policies
and procedures on ACP and Early I.D. This will help to ensure a change in practice
occurs and everyone knows they are accountable for it. Depending on the
organization, policies and procedures may be uniform across the organization or
specific to a program. This should be determined so that formal caregivers are clear
about expectations to conduct ACP and Early I.D.

d. Communication with Primary Care and LHIN Home & Community Care

Based on a person’s choice, caregivers can communicate observations and perceived
need for palliative care to that individual’s primary care provider. This likely requires
a phone call to the person’s doctor or nurse practitioner. Contacting primary care
may depend on your relationship with the individual and the extent to which the
caregiver is familiar with his/her other care providers.

The second option is to contact LHIN H&CC and again, share observations of the
person’s general decline as you understand it. H&CC will advise whether your Early
I.D. was too early or if there is merit in H&CC assessing the person. See Appendix 5
for details about how to contact H&CC, including by phone, email, or faxing a
confidential referral.

4.2 Training and Resources to Conduct ACP and Early 1.D.

The following components comprise the training and resources required to introduce
Advance Care Planning and to identify palliative care needs early. This is particular
to the Province of Ontario and more specifically, the approach in the Central West
LHIN. The training and resources are all based on best practices in palliative care.

Highlighted are two training sessions and related tools, as well as the resource
adopted in the Central West LHIN for Early 1.D., and available resources for
caregivers and the individuals for whom they are concerned. Also shared is
information about accessing this toolkit and ensuring its continued relevance.

a. Palliative Care 101 Training

The purpose of the training is to introduce participants to what is palliative care and
how it helps patients and families, why early palliative care is important, and to orient
participants to local palliative care services. It is a one-hour session and was
developed and is delivered by the Central West LHIN Palliative Care team. See
Appendix 5 for LHIN contact information and for details about public sessions or to
book training for an organization.

b. Advance Care Planning and Consent (Speak Up!)

Speak Up Ontario is an initiative of Hospice Palliative Care Ontario (HPCO) in
partnership with the Canadian Hospice Palliative Care Association (CHPCA).
Speak Up! is designed to improve awareness of Health Care Consent and Advance
Care Planning (ACP), providing information, tools, and resources specific to the



http://www.speakupontario.ca/
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Ontario legal context. Speak Up! includes a standardized training session which is
1.5 to two hours in duration that is delivered locally by the Central West LHIN team.
As with the Palliative Care 101 training, please refer to Appendix 5 for information
about contacting the Central West LHIN to inquire about this training.

Often, Speak Up! And Palliative Care 101 are available back-to-back as a single
session.

c. Early Identification

The early identification (Early 1.D.) approach reflected in the process map was
adapted from the Gold Standards Framework tool developed in the United Kingdom.
It is regarded as the best practice in identifying palliative care needs early.

The Central West Palliative Care Network created a “postcard” for easy reference
(see Appendix 6). The key steps to Early I.D. as shown in the process are the surprise
question — “would you be surprised if this person were to die in the next year?”, and
observing general and disease-specific indicators of decline. In practicing Early I.D.,
all caregivers — both informal and formal must act responsibly i.e. action is consistent
with their training and qualifications. While the conversations will be personalized
and the settings will be different, caregivers will be acting with a shared
understanding and a common language.

d. Resources (tools, multi-lingual videos, services, etc.)

As much as possible, individuals and their caregivers should be provided with
resources that they can review on their own. This includes print materials and
information available online. These resources are standardized and complement the
formal caregiver tools like a Speak Up brochure. Currently available print resources
are shown in Appendix 7 and can be downloaded from the websites already
referenced herein. They can also be ordered from the Central West Palliative Care
Network staff. Please see Appendix # for contact information.

Caregivers can use the Central West Healthline resource database at
centralwesthealthline for information about and resources for end-of-life or palliative
care. Information for informal and formal caregivers is also available at
www.cwpcen.ca, the local Palliative Care Network web site. Speak Up! has tips and
tools for starting the conversation about Advance Care Planning.

Multi-lingual videos are available through Heart House Hospice at
https://hearthousehospice.com/videos/. The collection of videos are available in a
variety of languages including English, Hindi, Urdu, and Punjabi. They cover topics
including wills and power of attorney, challenges of being a caregiver, and grief.

e. Policies and Procedures

Throughout the process map, agency policies and procedures are mentioned. It is
important for organizations that employ and have volunteer caregivers to revise
policies and procedures to ensure clear expectations for Advance Care Planning and


https://www.centralwesthealthline.ca/listCategories.aspx?id=10020
http://www.cwpcn.ca/
https://www.speakupontario.ca/resource/conversation-starters/
https://hearthousehospice.com/videos/
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Early I.D. It is anticipated that both ACP and Early 1.D. will most often be integrated
into practice as part of assessments, re-assessments, and possibly intake.
Documenting this Toolkit as part of caregivers’ resources is critical for consistent
adoption across different caregivers and care settings.

4.3 Accessing the Toolkit (repository)

This toolKit is available at http://cwpcn.ca/wp-content/uploads/HCC-ACP-and-Early-
ID-Toolkit.pdf as a PDF as well as part of a web page. At the Network web site, you
can scroll through the parts of the toolkit that are of most interest. There are also
links to the appendices herein as separate PDF documents.

4.4 Keeping it up-to-date

The Central West Palliative Care Network and the Central West LHIN Palliative Care
team are responsible to maintain this toolkit. As provincial and national standards
evolve, they will be reflected in local practice and be incorporated in to this toolkit. If
you have questions or comments about the toolkit, please see Appendix 5 for details
about calling or emailing the LHIN.

5. Ongoing Support

The Central West LHIN Palliative Care Network is dedicated to supporting and
fostering a hospice palliative care system in the communities of the Central West
LHIN that puts the individual and their family at the centre of every decision,
regardless of age or illness. This is in partnership with both informal and formal
caregivers to support each person’s unique needs.

Please see Appendix 5 for how to contact the Network.

6. Appendices

The seven (7) appendices listed in the Table of Contents and referenced throughout
the toolkit follow on the next page. Along with the toolkit, each one is also available
as a separate document at the Central West Palliative Care Network’s web site at
http://cwpcn.ca/wp-content/uploads/HCC-ACP-and-Early-1D-Toolkit.pdf/.



http://cwpcn.ca/wp-content/uploads/HCC-ACP-and-Early-ID-Toolkit.pdf
http://cwpcn.ca/wp-content/uploads/HCC-ACP-and-Early-ID-Toolkit.pdf
http://cwpcn.ca/wp-content/uploads/HCC-ACP-and-Early-ID-Toolkit.pdf
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Appendix 1. Background on Palliative Care in the Central West LHIN
The Vision for Palliative Care in Central West LHIN

The vision for palliative care in Central West LHIN is to establish an approach to
advanced care planning appropriate for all caregivers, increase the number of caregivers
in community and health services who complete training in Advanced Care Planning
(ACP), promote early identification of palliative patients, increase the number of
providers who have integrated this approach into their services, and integrate palliative
care services across multiple settings.

Too often, health care services for palliative patients can be fragmented, uncoordinated
and unevenly distributed across the region. Our goal for residents in each of our five sub-
regions is:

A better coordinated healthcare system

Value for Money — maximizing dollars in our system

Fostering partnerships through the breaking down of silos

Seamless transitions

Quality Care

Positive patient experience

Across the Central West LHIN, the overall vision is to enhance the connection and
communication across our network of providers, broaden knowledge of advance care
planning across service settings to drive more effective and more appropriate delivery of
palliative care services.

Central West LHIN Palliative Care Network

Central West LHIN Palliative Care Network is dedicated to a hospice palliative care
system within the Central West region and is committed to putting patients and their
family at the centre of every decision, regardless of age or illness.

CW PCN is a partnership of hospices, home and community care, hospitals, long term
care homes and others committed to providing leadership to ensure comprehensive and
high-quality palliative care services in the region.

The governance structure of the Network is shown on the next page. It highlights
oversight of the Network as well as its work groups.
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Governance Structure:

Secretariat
CEO, LHIN OPCN Oversight
_ RVP,RCP Scott McLeod, CEO, LHIN
Director, CWPCN & Clinical Co- Leslic Starr, RV, RCP
Leads
VP, LHIN

Regional Director, RCP

CW Regional Palliative Care Network Executive Committee

!
{ Operational Leadership Committee J

Faﬂz- Id.en @ﬁmn Caregiver Supports
Co-Chairs —
Jehanara Chagani
Alex Smith

Dr. Michael
Gagnon & Trudy
Mulder-Hall

Patient & Family Advisory Council — Co-Chairs Margaret Paan & Eileen Dahal
Data Monitoring Committee — Co-Chairs Sue Johal & Alex Philips
Capacity Building and Education Committee — Co-Chair Martha McKelvey & Charlotte Koso

Ontario Palliative Care Network (Action Plan 1: 2017 to 2020)

In March 2016, the Ministry of Health and Long-Term Care (the Ministry) announced the
creation of the Ontario Palliative Care Network (OPCN). This initiative aligns with the
Ministry’s strategy to prioritize greater patient choice in hospice palliative and end-of-life
care as highlighted in its Patients First: A Roadmap to Strengthen Home and Community
Care.

The OPCN is an organized partnership of community stakeholders, health service
providers and health systems planners working together to develop a coordinated,
standardized approach for delivering hospice palliative care services in the province.
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The Ontario Palliative Care Network Action Plan 1: (2017 — 2020) is the work plan that
guides how the partners of the Ontario Palliative Care Network (OPCN) will work
together to improve availability of, and ease of access to, equitable, high-quality,
sustainable palliative care services for all Ontarians. It presents a way forward for
palliative care services in Ontario and promotes collaboration and standardization across
the regions.

Through the 38 actions identified in the 2017/20 Plan, the OPCN aims to move towards a

system that will:

e Empower patients to identify their goals, access services, and manage their care.

e Help patients, their loved ones and care providers understand the benefits of palliative
care, healthcare consent, and advance care planning.

e Enable patients and caregivers to have access to information about the palliative care
services they need.

e Allow healthcare providers to have the information they need to engage their patients
in a dialogue about palliative care and know how to connect them to the services they
need and want.

e Ensure that there is meaningful progress towards improving access and strengthening
hospice palliative care in the province.

e Through a dedicated engagement plan with First Nations, Inuit and Métis, identify
gaps in palliative care and develop recommendations that will inform future annual
work plans.

e Continue to strengthen local engagement with Francophone communities in the
planning, design, delivery and evaluation of services to meet care needs.
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Appendix 2. Development of this Toolkit
How did we get here?

Recognizing that caregivers in the home and in community and health service settings are
important partners of the Central West LHIN and integral to achieving an integrated
health system, the Central West LHIN divided its region into five planning areas known
as sub-regions — Bramalea and Area, Brampton and Area, Dufferin and Area, Bolton-
Caledon and Area, North Etobicoke, West Woodbridge, Malton and Area.

Sub-regions were created to help LHINs and service providers better understand and
address resident needs at the local level and look at care patterns through a smaller lens to
effectively respond to the needs of the community.

The five Sub-Region Collaboratives comprised of health service providers and partners in
other sectors e.g. children’s services, public health, and education, identified three main
priority areas in alignment with strategic provincial direction. These include:

e Improve access to community Mental Health and Addictions services in Bramalea
e Improve access to Palliative Care
e Integrated Care (previously Transitions in Care)

Bramalea and Area Sub-Region established a Palliative Care Working Group with a
mandate to improve access to palliative care for patients and their families within the sub-
region. The working group’s approach is rooted in Central West LHIN Palliative Care
Network’s philosophy around Early Identification, Advance Care Planning and the

Model to Guide Hospice Palliative Care.

In partnership with the CW Palliative Care Network, the working group established the
following objectives for improving the overall care experience and health outcomes for
residents and palliative patients:
i. broaden knowledge of advance care planning across sectors
ii. establish a shared understanding of the provincial palliative care model
identify and reach consensus on appropriate roles for cross-sector partners in this
model
iii. ensure that standardized tools/resources are consolidated and are easily accessible
iv. establish plans for providers’ use of a Tool Kit
V. engagement with primary care.

Purpose of the Toolkit

The Bramalea Palliative Care Working Group developed the following criteria for the

toolKkit:

e All agencies have experience with the dying/death of their clients; some providers
have limited experience while others work with palliative patients on a daily basis.
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The toolkit would serve to address the varying needs and capacity levels across the
community and extend to informal caregivers as well.

e Be developed using existing resources, based on input from multiple service settings
to ensure that the process is feasible and can be easily incorporated into everyday
practice

e Foster an understanding of the varying roles and responsibilities of existing
programs and organizations within the palliative care journey e.g. support patient
goals, family support, pronouncement of death, etc.

e Each provider agency that is positioned to engage in Early Identification of
palliative patients would be enabled and supported by the toolkit

e Improve communication across care settings to ensure timely and appropriate care
for palliative patients and their families during the care journey and after death

e Support a mix of informal caregivers e.g. family, friends, volunteers, and registered
health professionals e.g. RN, NP, SW, OT, as well as non-registered health
professionals e.g. PSW

e Respect the autonomy of providers and professional scopes of practice

e Easy to maintain and updated to current best practices
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Appendix 3. How to Participate Effectively: a map of the process

Process Map
Advance Care Planning, Palliative Care Early Identification, and Continued Service

Early 1.D. Specific Coordinated Care

Stakeholders Advance Care Planning | Early I.D. Surprise Question Early I.D. General Decline Decline Planning

Bereavement

Physicians
Nurse Practitioners
Registered Nurses

Do they hav
specific clinical
indicators?

1. Introduce Advance 2. Ask the surprise
. Care Planning to question as part of B. Early Identification Tool
Physmla-v.ls patients >50 years assessment or re- and other resources in
Nurse Practitioners of age assessment process repository (TBD e.g.
Registered Nurses www.cwpen.ca/en/
healthcare/) and Program
Policies and Procedures
3_Would you b e /
Surprised if the patient -

All Care
Providers

were to die in
he next year?

5:

eassess

4 regularly*
*where ever dreassess t Y

regularlyé is the required
step, act according to
Program Policies and
Procedures

Yes, 1€ be surprised

4. Observe
general health
and well-being

No, | would not be surprised-

C. Early Identification
Tool and other resources

in repository (TBD e.g. 5. Has there

www.centr: 22.Close
ne.ca) and Program been a decline? patient® fiIe)
Policies and Procedures
/7 ’
— Yes 21. Complete the
I} disch: process
7. Flag general decline and and inform family
as appropriate specific
indicators of decline in
patient@record 20. Case(s)
l debriefamongst |
8. Refer to Primary D. Primary Care Coordinated Care
Care Provider Provider and H&CC Team
and/or Central West form/process
LHIN H&CC ~
19. Per CCP,
offer support
to the family
9. Patient confirmed Vgs

as requiring
palliative care

15. Contact 18. Involved with
A. Speak Up and Central West patient@ family?
other resources in Yes LHIN H&CC
repository (TBD e.g. 10. (Re)-introduce
http://cwpen.ca/en/ Advance Care 16. Per H&CC discussion,
members/) and Planning to patient participate in the 17. Notified of patient@
Program Policies and and/or family development of or death; ensure Coordinated|
Procedures — Care Planning Lead and/or

ongoing revisions to
a Coordinated Care
Plan (CCP)

Care Team members
are also aware

e

1. Need to make
accommodations in
your service?

Yes
+

12. Discuss needs
with patient and/or
family and
implement changes

3. Continuet
decline that may
require a change in
ervice plan?

No

14. Reassess
regularly*
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Appendix 4. Instructions for Use of the Process Map
Introduction

A process map is a tool used to visually display the steps in a process and the related
resources required to follow the steps. It may also depict the people for whom the
process is defined, as is the case with the map for advance care planning and palliative
care early identification in a variety of settings.

A legend in the top right corner explains what each of the shapes represent including the
start/end points in the process - oval, the steps - rectangle, the documents or resources
used at each step - rectangle with a wave at bottom, and the decision points - triangles.

Each start/end, step, document, and decision are numbered. It is as straightforward as
following the numbers in sequence. Should you have any difficulties following the map,
please contact the Central West LHIN (see information in Appendix 5).

The Basis of the Map

The process map is organized according to the Model for Palliative Care and the Early
I.D. tool. The first column is labelled stakeholders listing the parties involved in this
process and the horizontal “lanes” capture the two stakeholder groups involved i.e. 1.
regulated health professionals and 2. all caregivers and regulated health professionals.
In consideration of care for people with complex needs, these two stakeholder groups
follow the steps reflected in the second through seventh columns:

2" _ Advance Care Planning

39— Early 1.D. Surprise Question

4™ _ Early 1.D. General Decline

5" _ Early 1.D. Specific Decline

6" — Coordinated Care Planning

7" — Bereavement

Regulated Health Professionals

Looking at the map, you can see that only regulated health professionals i.e. physicians,
nurse practitioners and nurses assess for Specific Decline per the Early I.D. tool and as
shown in the 5" column. Regardless of the setting in which one of these three regulated
health professionals work, they may assess for Specific Decline, per their professional
scope of practice and their organization’s policies and procedures.
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Following the Process Map
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Begin at the start (the first oval) and follow the directional arrows to the next number. In
all instances for formal caregivers, it is important to understand and follow your
organization’s policies and procedures as it relates to palliative care.

Here is a brief explanation for each numbered activity.

# Activity | Description Notes
1. Start Introduce Advance Care Planning to patients | Documents include Speak Up! training and
>50 years of age tools; >50 years is a suggestion, there is no
standard
2. Step Ask the surprise question as part of This is part of the Early I.D. guide and
assessment or re-assessment process postcard; additional information available at
www.cwpcen.calen/toolkit (TBD)
3. Decision | Would you be surprised if the patient were to | See above
die in the next year?
3a. | Step Yes, surprised - reassess regularly* Follow agency policies and procedures for re-
assessment
4, Step No, not surprised - observe general health and | This is part of the Early I.D. guide and
well-being postcard. See Step #2.
5. Decision | Has there been a decline? See above
S5a. | Step Reassess regularly* See Step #3a.
6. Decision | Yes - do they have specific clinical indicators? | See Step #2. This step is for regulated health
professionals only.
7. Step Yes - flag general decline and as appropriate | Document patient status/experiences per
specific indicators of decline in patient’s record | agency policies and procedures
8. Step Refer to Primary Care Provider and/or Central | If you are familiar with the patient’s family
West LHIN H&CC physician or nurse practitioner, refer to them;
the other option is LHIN H&CC to explore with
them if the patient has early palliative care
needs; it is in the best interest of the patient to
make an inquiry, so don't hesitate; process for
referrals is shown in Appendix 5
9. Decision | Patient confirmed as requiring palliative care? | Primary Care or H&CC will make this decision
10. | Step Yes - (re)-introduce Advance Care Planningto | Documents include Speak Up! training and
patient and/or family tools; it is important to revisit this issue,
particularly if the patient/family was not
interested when you first introduce it
11. | Decision | Need to make accommodations in your | Given the patient's general or specific decline
service? and still within the scope of your usual
services, decide whether or not you can/need
to make service changes e.g. frequency
12. | Step Yes - discuss needs with patient and/or family | Explore options with patients/families, explain
and implement changes the rationale
13. | Decision | Continued decline that may require a change | See Step #12.
in service plan?
14. | Step No - Reassess regularly* Re-visit as necessary and per agency policies
and procedures
15. | Step Yes — contact Central West LHIN H&CC Refer to H&CC per Appendix 5
16. | Step Per H&CC discussion, participate in the | Follow agency policies and procedures; if
development of or ongoing revisions to a | training is required, please visit (LHIN CCP in
Coordinated Care Plan HPG) for information



http://www.cwpcn.ca/en/toolkit

v1.0 16
17. | Step Notified of patient's death; ensure | It'simportant that all the patient’s care
Coordinated Care Planning Lead and/or Care | providers are aware
Team members are also aware
18. | Decision | Involved with patients family? If your usual practice means you're involved
with family, you may have a role in supporting
them through your patients’ dying and death
No - to Step 20. It may not be in scope for you, but it likely is for
another provider.
19. | Step Yes — per CCP, offer support to the family Defer to agency Policies and Procedures for
participating in this step
20. | Step Case(s) debrief amongst Coordinated Care | See Step #19
Team
21. | Step Complete the discharge process and inform | See Step #19
family
22. | End Close patient’s file See Step #19
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Appendix 5. Contact Information for the Central West LHIN

Central West Palliative Care Network (CWPCN)

Reach us by:

Phone Numbers: 805-796-4694,3
Toll-Free: 1-855-237-3839,®
Fax: 905-796-46824%

1929 County Court Bivd

Address: Brampton, OM
L&WW 4P3
Hours: Mon-Fri 8:30am — 4:30pm

(CWPCN contact information is from www.cwpcn.ca/en/contact-us/)

Central West LHIN Home and Community Care (H&CC)

For general inquiries, contact us toll free at 1-888-733-1177 or locally at 805-796-0040.

199 County Court Blvd.,
Brampton, ON L6EW 4P3
Phone: 205-796-0040

Toll Free: 1-888-733-1177

For Patient Referrals
Fax:905-796-4671
Toll Free Fax: 1-866-465-9662

(H&CC contact information is from https://healthcareathome.ca/centralwest/en/Contact-Us)

Primary Care

The individual for whom you engaged in advance care planning and Early I.D. will have
to be provide information about their primary care. For each family doctor or nurse
practitioner identified, caregivers will have to explore the preferred way to contact them.
It is fair to anticipate that a phone call is the most appropriate place to start and that an
appointment is likely required.


http://www.cwpcn.ca/en/contact-us/
https://healthcareathome.ca/centralwest/en/Contact-Us

v1.0

Appendix 6. Early Identification Postcard

Step 2

- . e

Early Identification Tool based on the Gold Standards Framework o

STEP BY STEP ALGORITHM

ASK THE SURPRISE QUESTION

Would you be surprised if the patient were to die next year?
Refer to details below

NOT SURE

Do they have any of these GENERAL INDICATORS OF DECLINE AND INCREASING NEEDS?
Advancing disease—unstable, deteriorating complex symptom burden
Decreasing response to treatments, decreasing reversibility
Cheice of no further disease modifying treatment
General physical decline
Declining functional performance status (e.g. Palliative Performance Scale (PPS) £ 60, reduced

1! ambulation, increasing dependence in most activities of daily living)

- " ' e

Step 3

v
NO

Do they have any of these
== SPECIFIC CLINICAL INDICATORS? yps—4
(Based on their disease) "

S,

Reassess regularly q:fi

CANCER

+ Metastatic cancer
+ More exact predictors for cancer patients are available e.g. PP, ECOG, PPI, PaP
# The single most important predictive factor in cancer is performance status and

Contral West

o Network

N

YES

|

Reassess
regularly

Co-morbidity is regarded as the biggest predictive indicator of mortality and morbidity
Weight loss—> 10% in past six months
Repeated unplanned/crisis hospital admissions
Sentinel event, e_g. sericus fall, bereavement, retirement on medical grounds
Serum albumin < 25g/1

3

1 functional ability— if patients are spending more than 50 % of their time in

bed/lying down, prognosis is estimated to be about 3 months or less

For non-oncology diseases please see the back side of this card

*

-

Di
*

-

-

-

Do they have any of these SPECIFIC CLINICAL INDICATORS? (if yes, mark patient as identified on your health records)

LUNG DISEASE (COPD) REMAL DISEASE
Disease assessed to be very # Stage 4 or 5 Chronic Kidney Disease
savere (e.g. FEVI<30% (CKD) whose condition is deterio-
predicted” rating
Recurrent hospital admissions  * Patients choosing the ‘no dialysis’
(2 3 in last 12 months due to option or discontinuing dialysis (by
COPD) choice or due to increasing frailty,
Fulfills long term oxygen mrnnrhdfues] X
therapy criteria + Patients with difficult physical
symptoms or psychological symp-
MRC 4 to S—dysp
ﬂerwll:lu eunlhel I::i toms despite optimal tolerated
Sned il renal replacement therapy
N = + Symptomatic Renal Failure —
signs and symptoms of right Lo -
heart filure nausea and vomiting, anorexia,
s ks of pnmuq, r!li.lped functional status,
systemic steraids for COPD in m ke o
preceding 6 months STROKE
# Persistent vegetative or minimal
EMETIH T conscious state or dense paralysis
:sns?st:nt:e::d without + Medical complications
Urinary and fecal + Lack of improvemant within 3
incontinence, and munt.h.s uf, unse.t
Na consistently meaningful # Cognitive impairment / post-stroke
— demantia
verbal communication and
Unzble to do self- care FRAILTY
without assistance + Multiple co-morbidities with
Reduced ability to perform significant impairment in day to

-

activities of daily living. Plus
any of the following: Weight
loss, urinary tract Infection,
SEVET2 Pressures sores [stage
3 or 4), recurrent fever,
reduced oral intake,
aspiration pneumania

-

day living and:

Deteriorating functional
performance status
Ccombination of at least 3 of the
following symptoms: weaaknass,
slow walking speed, significant
weight loss, exhaustion, low
phiysical activity, depression

HEART DISEASE [CHF)

CHF NYHA Stage 3ord —
shortness of breath at reston
minimal exertion

Repeated hospital admizzions
with heart failure symptoms
Difficult physical or psychologi-
cal symptoms despite optimal
tolerated therapy

LIVER DISEASE

+

*

*

advanced cirrhosis with one or
more complications in past
year:

- diuretic resistant ascites,
hepatic encephalopathy,
hepatorenal syndrome,
recurrent variceal bleeds™
Liver transplant
contraindicated”

Child-Pugh Class ©

MULTIPLE SCLEROSIS

Significant complex symptoms
and medical complications
Dysphagia + poor nutritional
status

communication difficulties e g.
Dysarthria + fatigue

Cognitive impairment notably
the onset of dementia

B - ORGAN FAILURE
= MEUROLOGICAL DISEASES

=+ FRALTY & DEMENTIA
=+ CANCER

MNEUROLOGICAL DISEASES

GENERAL

# Progressive deterioration in physical and/or
cognitive function despita optimal tharapy

# Symptoms which are complex and too
difficult to control

+ Swallowing problems [dysphagia) leading to
recurrent aspiration pneumonia, sepsis,
breathlessness or respiratory failure

# Speech problems: increasing difficulty in
communications and progressive dysphasia

PARKINSON'S

# Drug treatment less effective or
increazingly complex regime of drug
treatments

+ Reduced independence, nesds ADL help

# The condition is less well controlled with
increasing “off” periods

# Dyskinesias, mobility problems and falls

# Prychiatric signs (depression, anxiety,
hallucinations, psychasis)

# Similar pattern to frailty- see frailty

MOTOR NEURON

+ Marked rapid decline in physical status
First episode of aspirational pneumonia
Increased cognitive difficulties

weight Loss

Significant complex symptoms and medical
complications

Lovw vital capacity [below 70% of predictad
using standard spirometry)

Dyskinesia, mability problems and falls

+ Communication difficulties

Adapted from the CWPCN Barly identification & Frogaastic Indicotor Guide
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Appendix 7. Print Resources Available

The following resources are available through the Central West Palliative Care Network
(the Network) or as indicated below.

1. The Health Care Consent and Advance Care Planning Ontario Workbook

A resource to help guide your advance care planning, including:
a. Confirming your substitute decision maker(s) (SDMs), and
b. Communicating your wishes, values and beliefs about care to help your SDM(s)
make health and personal care decisions for you if you become mentally
incapable of doing so for yourself.

2. Health Care Consent and Advance Care Planning Videos, Posters, Post Cards,
Bookmarks and Wallet Card

These educational materials are excellent resources to display in doctors’ offices,
hospitals, long-term care homes, health and social service agencies, community health
centres, libraries and community centres. The four themes include:

“Who will Speak for me if I Can’t Speak for Myself”?

“Who is my SDM™?

“I’m a Substitute Decision Maker- Now what”?

“Consent and Capacity”

3. SPEAK up Ontario Booklet:
Available on line and in print from the Network.

4. Webinars for Health Care Professional
Various webinars to increase health care professionals’ understanding of Health Care
Consent/Advance Care Planning.

5. Early identification post card
Available in print from the Network.


https://www.speakupontario.ca/resource/acp-workbook-en/
https://www.speakupontario.ca/acp-day-2019-resources/
https://www.speakupontario.ca/acp-day-2019-resources/
https://www.speakupontario.ca/wp-content/uploads/2018/07/ACP_Ont_workbook_2018_Eng.pdf
https://www.speakupontario.ca/resources-for-health-care-providers/?cat=all&keyword=Webinar&tags%5B%5D=73&lang%5B%5D=74&lang%5B%5D=76&lang%5B%5D=75#directory-anchor
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Appendix 8. Members of the Central West LHIN Palliative Care Working Group

With Central West LHIN thanks, the following organizations were regular contributors to

the Working Group.

Organization

Sector

CANES Community Care

Community Support Services

CarePartners

Home & Community Care

CBI Health Group

Home & Community Care

Central West Palliative Care Network

Community Support Services
(Palliative Care)

Friends & Advocates Peel

Mental Health & Addictions

Heart House Hospice

Community Support Services
(Palliative Care)

LHIN Home & Community Care

Home & Community Care

LHIN Physician Clinical Lead for the Bramalea Sub-region

Primary Care

Punjabi Community Health Services

Mental Health & Addictions
Community Support Services

Services and Housing In the Province (SHIP)

Mental Health & Addictions

Wellfort Community Health Services

Primary Care




