Two Steps Forward or Three Steps Back?
The COVID-19 Pandemic and its Impact on
Palliative Care

Dr. José Pereira

Professor, Faculty of Medicine, Universidad de Navarra, Pamplona, Spain
Professor, Division of Palliative Care, Department of Family Medicine,
McMaster University, Canada
Scientific Advisor and Co-Founder, Pallium Canada
jpereira@mcmaster.ca

Palliative Care Conference, NOSM 3Feb 2023

3%%5 Universidad McMaster

Js Pallium Canad CMASLEr | FAMILY MEDICINE
aliium t.anada %], de Navarra Umver51ty

Division of Palliative Care




Two Steps Back and Three Steps Forward:
The COVID-19 Pandemic and its Impact on
Palliative Care

Dr. José Pereira

Professor, Faculty of Medicine, Universidad de Navarra, Pamplona, Spain
Professor, Division of Palliative Care, Department of Family Medicine,
McMaster University, Canada
Scientific Advisor and Co-Founder, Pallium Canada
jpereira@mcmaster.ca

Palliative Care Conference, NOSM 3Feb 2023

i W Universidad McMaster | FAMILY MEDICINE
,‘ Pallium Canada %1’ de Navarra UﬂlVefSltY Division of Pall iative Care




Learning objectives

At the end of this presentation, participants should be able to:

1. Describe the impact the COVID-19 pandemic has had on the delivery of palliative care across different
settings

2. Describe the ways in which the pandemic has set palliative care backwards and others in which the
pandemic has created opportunities to advance palliative care
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Presenter Disclosure

e Scientific officer at Pallium Canada (non-profit organization)

* No honoraria from industry

* Pallium Canada’s COVID-19 pandemic webinars were partly supported
by an unconditional grant from Boerigner Ingelheim.

e Canadian Medical Association (CMA) supported Pallium Canada’s free

online LEAP module offerings April to August 2020
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Presentation plan

\
6 The COVID-19 Experience

\

6 Unpacking what happened

\

e From reflection to action

|

a Priorities for a reset

[

‘ Conclusions, Questions & Discussion
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The COVID-19 experience
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Impact in general

* Tragic loss of life and great morbidity
* Burden on patients, families and health care providers,

across all sectors
* Major toll on LTC: 80% of COVID-19 related deaths

* Impacted all sectors
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Impact in general

* Required considerable re-arranging and reconfiguring
* Many clinicians with limited palliative care skills called to

provide palliative and EOL care.
o Many without the skills & training
o Added stress and burnout
* Some bizarre decisions as well
o e.g. ED to support LTC with palliative care in Hamilton region

 Ethics of rationing highlighted
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Home and community care

e Care shifted to families who were home

* Rapid transition to virtual care
o Searching for the right platform, protocols and criteria
o Trying to find the right balance (in-person vs virtual)
o Some professions not provided the tools

* PPE shortages
o Scrambling and fear

* Home care workforce took major hit
o Restrictions on working across settings and sites
o Quarantine policies

* Realization that home care and home deaths is possible!!
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LTC
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COVID-19 Local updates Live broadcast COVID-19 tracker subscribe to newsletter

news Top Stories Local The National Opinion World Canada

Opinion

COVID-19rips bandage off the open wound that is
our nursing home system
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Pandemic has exposed the dismaying inadequacies of Canada's long-term care
system for seniors

’ Dr. Amit Arya - for CBC News Opinion - Posted: Apr 26, 2020 4:00 AM ET | Last Updated: April 26
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LTC: Impact on residents, families & staff

* Visiting restrictions, grief amplified,
dying alone, guilt of family

* Lingering effects of forced separation

* Frustration, fear, anxiety and anger

* Families not prepared to engage in
ACP & Goals of Care discussions, and
now being forced to have them

virtually
* Impetus to move residents out of LTC

9% Pallium Canada ! Novarrs




LTC during the pandemic: The lived experience of
clinicians related to palliative and EOL care.

THEMES & SUBTHEMES
Theme 1: Providing a palliative care approach
Scaling up Uncertainty of disease
Preparedness

Theme 2: Increased demands

Staffing challenges Supply and resource shortages

Role changes, added responsibilities and
going the extra mile

Shamon S, Meadows L, Pereira J, McMaster
Kaaselainan S, et al. Unpublished data. Um"e“‘ty
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LTC during the pandemic: The lived experience of
clinicians related to palliative and EOL care.

THEMES & SUBTHEMES

Theme 3: Communication and Collaboration

Engage families Communication & collaboration externally

Communication internally

Theme 4: Impact of isolation and visitation restrictions

Resident distress Impact on staff

Family distress

Theme 5: Impact on clinicians’ personal lives

Burnout Moral distress and emotional trauma

Impact on family life

Shamon S, Meadows L, Pereira J, McMaster

J= Pallium Canada . . CMaster | FAMILY MEDICINE
Kaaselainan S, et al. Unpublished data. Um"e“lty
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LTC during the pandemic: The lived experience of
clinicians related to palliative and EOL care.

» “So pre-pandemic we had a good flow, we had
lovely processes. During our outbreak, all of those
just went by the wayside” [P4]

o “ We had actually just had a LEAP course that |
had trained 2017-18ish, where all of our frontline
staff were brought in there” [Pl]

* “I had started the work before COVID talking
about that every resident coming into long-term
care, we should advocate for a palliative approach
to care focusing their goals of care on their
quality—what it means for their quality of life and
what that looks like in terms of medical treatment”

[P7]

Shamon S, Meadows L, Pereira J,
Kaaselainan S, et al. Unpublished data.

“The issue was more so that we had had a staffing
crisis, which means that the staff that were trained
weren't necessarily the ones that we had, including the
army” [Pl]

“But the PSWs would sit beside them as they were
dying. One PSW sang to one of the residents. It was
heartbreaking to see them” [P7]

“I think the most memorable is the care that was given
by the PSWs and RPNs. The dedication they had to
those residents, the love that they showed them when
their families weren t around” [P7]

“We became like the proxy family members, and so it
did develop some very close relationships with our
residents and their care providers” [P4]

niversity %

FAMILY MEDICINE

Division of Palliative Care




’oPaIIium Canada

LTC during the pandemic: The lived experience of
clinicians related to palliative and EOL care.

* “And this is the messaging that didn't get
there. We hear about everyone that's unhappy
about not having essential visitors, and people

In, but they really didn't give the staff—nobody

has talked about how hard it would be for
them to lose 22 people on their unit when they
took care of them for three and four years”

[P9]

* “And so | had people crying, sitting in the
corner crying that they could not deliver what
they needed to deliver. It was overwhelming”

[P9]

* “So, yeah, I'm sure many of us have PTSD.
So, yeah, I think at some point you just have to
recognize that maybe | need to get well
myself” [P13]

Shamon S, Meadows L, Pereira J,
Kaaselainan S, et al. Unpublished data.

« | think that has been, yeah, that part has become

very rewarding now to be able to speak to the
families regularly. And just seeing how rewarding
that is, how appreciative they are, like that'’s
probably the most rewarding things in long-term
care” [P3]

“Residents were dying without their families, and if
their families did come in, they had mask, gloves,
they had gowns on. T here wasn t that physzcal that
able to physically touch their family member

dying.” [P7]

“Well, you know what, I spent a lot of nights lying
awake worrying over this nursing home that I lost..
And worrying about getting sick and, you know,
worried about what's happening to my practice and

my life”[P6]

niversity %,
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COVID-19: Impact on staff

* Greater workload with reduced resources

* Moral distress

* Public scrutiny

 Communication breakdown

e Lack of appropriate PPE

* Feelings of frustration, fear, anxiety and
even anger

* Having to cope with own grief and self
care

e C(Calls for a need for more education and
training about a palliative approach to
care
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Palliative care medication shortages

1 2 3 4 5
* Need more reliable : ] ]
and predictable

° . Active ) Manufactured
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medication supplies 7 8

and supply chains .
* Legislation needed q = oo =

to reduce wastage mported warehouse

Pereira J, Arya A, Downar J, Rice P, MacDonald S,
Osborne E, KanijiS, Sauls R. Shortages Of Palliative
Care Medications In Canada During The Covid-19
Pandemic: Gambling With Suffering. Healthcare
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Clinical guidelines and protocols

e Useful

B ut o0 00
CONTINUOUS PALLIATIVE SEDATION THERAPY (CP5T)

* Will need reviewing as we learn more

This protocol is a supplement to the Hamilton Palliative Sedation Therapy Guidelines and has
PY ' been specifically developed to address palliative sedation therapy for patients with
IVl ay n e e to u n e a r n p roto CO S e S I g n e O r intractable dyspnea and symptoms during the COVID-19 pandemic. It reflects the reality of a
potentially resource-challenged health system (e.g. medications, infusion pumps, staff).
Please acquaint yourself with the main Guidelines as they provide important context.

pandemic situation but not optimal ordinarily ... e sssen e e

developed by awork group of the Division of Palliative Care, Dpt. of Family Madicine,
McMaster University.

Dr. bose Pereira (Chair), Dr. Anne Boyle, Dr. Alex Farag, Dr Andrea Frolic (Ethicist), Dr. Erin Gallagher, Dr. Beverly Hattersley,
Mr Kenny Hong [Pharmacist Palliative Care Unit 5t Peter’s Hospital Hamilton, Ontarie), Dr. Denise Marshall, Dr. Paul Miller
|Dpt of Emergency Medicine) Dr. Nadia Plach, Dr Adrienne Selbie, Dr Erynn Shaw, Or Marissa Slaven, Dr. Lilianna
stefanczyk-sapieha, Dr. samantha winemaker

McMaster | ramiy MEDICINE
University G | Dnisca srpabecntue

Version 12.1: July 28, 2020
Developed by a work group of the Division of Palliative Care, McMaster University, Definition
FAMILY MEDICINE with input from Infectious Disease exerts, using an iterative, consensus-based process.

Division of Palliativa Care Palliative Sedation Therapy (PST) is the intentional induction and continuous maintenance of a reduced
level of consciousness to relieve a patient’s refractory symptom(s) during their last days of Iife. The aim
is to use the lowest dose of medication and the lightest level of sedation that achieves patient comfort.
HOME VISIT PPE PROCEDURE FOR PATIENTS WITH In some patients, symptem(s) relief may be achieved at a light level of sedation with small deses of

RESPIRATORY ILLNESSES medication. In others, comfort can only be achieved at a deeper level of sedation with higher doses of
medication. {proportionality) Titration of the dose may be required.

VeVt
Iniversity *

This procedure was developed by a workgroup of the Division of Palliative Care, Department of Family Medicine at

McMaster University, Hamilton, Canada, with input from regional Infectious Disease experts. An iterative, INDICATIONS
consensus-based approach was used that included regional and national webinars. The presence of a refractory symptom(s) is a necessary indication for the use of PST. A symptom is
Woaorkgroup: Drs Brian Kerley MD, Lana Tan MD, Denise Marshall MD, and Jose Pereira MD (Co-Authors), with input considered refractory if it cannot be adequately controlled without the intentional use of sedation (i.e.

from Infectious Disease experts and many clinicians whe regularly do home visits, using an iterative, consensus- there is not appropriate treatment that would be effective within an acceptable time frame or with an

acceptable risk benefit ratio to the patient).

based process.

GOAL OF THE PROCEDURE Common indications for PST include refractory dyspnea, delirium, seizures, and pain. Psychological,

social, spiritual and existential distress are considered more controversial indications for the use of PST

This procedure is intended to allow a health care worker to make a safe home visit to a patient with respiratory o )
(please see Guidelines document for more details).

symptoms who may or may not have Covid-19. It is not intended to be a protocol for visits to lower risk patients
[situations where the patient and everyone in their home pass screening). In lower risk situations, the provider

is advised to consider what degree and amount of Personal Protective Equipment (PPE) to use. This may vary CRITERIA

Each of the following criteria needs to be met prior to initiating PST:

according to local protocol and availability of the various elements of PPE. It is also assumed that the provider

knows how to correctly don PPE.

) B (Iniversi McMaster | rFAMILY MEDICINE
P« Pallium Canada o Jniversidad University
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COVID-19 Personal Protective Equipment in the Home:
Navigating the Complexity of Donning and Doffing

Brian Kerley, MD, CCFP{PC), ABSTRACT

[ J e 1
h e “ P P E I n t h e FCEP PURPOSE The safety of care professionals and patients is paramount while caring
I Lana Tan, MD,CCEP{PC) for people with infectious diseases, including those with confirmed or suspected

N ] - e SEVErE acube respiratory syndrome coronavirus 2 (SARS-CoV-2) infection and
E[t.‘:;f::‘lrddfshﬂl’. MD. CCEP(PC), coronayirus disease 2019 (COVID-19). Existing policies and protocols for donning

” and doffing personal protective equipment (FFE) are primarily for mstitutional
O m e a a Cindy O'Neill, MLT, ART, CIC* settings such as hospitals, not for home visits for patient care. 'We describe a pro-

Anne Bialachowski. RN BN, MS tocol for donning and doffing PPE in home settings.

CiICs METHODS We used an iterative, rapid-prototyping approach to develop the

: : - et protocol. A small workgroup created preliminary drafts, drawing on hospital-
i?;f P;:f;":,’_,mm'hﬂ' CCFP(PC). based protocols and modifying them, while undertaking simulations. Wider

b Pl imput was solicited wia 2 webinars; 1 regional (Hamilton, Ontario) with pallia-
Mizgara Morth Family Health Team, 52 tive clinicians, and 1 national {Canada) with varying professions. We also con-
Catharines, Cntario, Canada sulted a group of infectious disease experts. & “how-10” video accompanies the
avision of Falliative Care, Department protocol.
of Family Medicine, hMchaster University, i . i
Hamilton, Ontario, Canada RESULTS Twelwe versions of the protocol were produced, with major changes

oocurring within the first & versions. A national webinar mid-development pro-
vided further validation and minor modifications. Subsequent wersions invohed
minor changes. The protocol has 4 phases: (1) Preparing, (2) Entering the Home,
‘Miagara West Falliative Care Team, {3) Leaving the Home, and (4) After the Visit and Reprocessing. In addition 1o
Crimshry, Omtarin, Canada PPE-related equipment, the protocol requites additional materials including
*Infection Frevention and Contral Frogram, 2 pails for transporting supplies, plastic bags, hand sanitizer, disinfectant wipes,
Hamilton Health Sciences, Chtario, and printed easy-to-use checklists.

Canada

CONOLUSIONS This protocol addresses gaps in COVID-19-related guidelines, spe-
“Infec P d Ce I P
S:I::;Es ::R:::n[_hml::g':l Hﬂ;i::: cifically the process of dorming and doffing PPE during home visits while supple-
Ohntario. Canada ! " menting jurisdictional PPE guidelines and protocols.

K. chener Waterloo Communigy Falliative
Care Team, Kitchener, Ontario, Carada

"Pallim Canada, Cttawa, Cntarin, C3nada 400 pr ed 2001:19:Oniine. https:lide cegf10 13700, 2667,

Anmals “Online First™ artide. Accepted for publiation in a later isswe.

INTRODUCTION

The safety of care professionals and patients is paramount while caring
for people with infectious diseases, including those with confirmed or
suspected severe acute respiratory syndrome coronavirus 2 (SARS-CoV-2)
infection and the accompanying coronavirus disease 2019 (COV[D-19),
Policies and protocols related to donning and doffing personal protective
equipment (PPE) are now widely available, but developed primarily for
Iinstitutional settings such as hospitals, and thus may not prove useful for
clinicians doing home visits for patlent care.

The process of donming and doffing PPE is more complex in 2 home
setting compared with other settings of care such as hospitals. In institu-

Conflicts of mterest, matbars repor! nane

CORRESPONDING ALUTHOR tional health care settings, necessary PPE equipment (eg, surgical masks or
José Pereira, MBChE, COFP M95 respirators, gowns) Is readily available outside patients’ rooms, often
(P, MSc, FCFP )
David Bealey Health Sciences Centre :lll-:lcnmpnnLed I:Irg.-llrgsiructlcl\-jml posters, a; an of :ll ﬁop:r‘c:ltmted eg-:m by
100 Main Street West, nd Floor the institution’s Infection Prevention and Contral [ } team. On com-
Hamilton, Ontario, Canada LEF 1HE pletion of 2 patient encounter, there are bins to discard used PPE. Hospital FAMILY MEDICINE
i pralid ster, rocesses handle the soiled re-usable and non-reusable equipment, which
’\. Pa | | lum Ca nada hpere memasten P equip | Division of Palliative Care

Dowmiloaded from the Annsk of Famiy Medione Web site 2t weew. annfammed.org.



Education

e Rapid adoption of virtual learning
o Learning new technologies and skills (e.g. virtual patients)

* Undergraduate
o UG: Reduced clinical exposure to palliative care

e Postgraduate
o PG: Realization of importance of palliative care education

* CPD
o Many courses and programs cancelled
o Pivoting to virtual learning

FAMILY MEDICINE
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LEAP Online Self-Learning Modules
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What has informed
this presentation?

e Pallium COVID-19 webinars

o Intentionally designed for
insights from across the
country

Registered & Attended

11K

View Report (Webinar Attendance (Profession))

& YouTube =

) *as of August 31st, 2020
P« Pallium Canada

View Report (Webinar Attendance (Profession))

¥l de Navarra

Pallium COVID -19Webinars

PPE in the Home

End-of-Life Care in the ED for Patients Imminently Dying of a
Transmissible Acute Respiratory Infection (such as COVID-19)

Managing Dyspnea in Patients with COVID-19

Shortage of Palliative Medications During COVID: Options
Reorganizing Palliative Care Services during the COVID-19 Pandemic
Palliative Approach to Care in the Coronavirus Pandemic

Role of Grief and Bereavement in the Care of Health Care Providers and
their Families during COVID-19

Palliative Approach to Care in Long-Term Care during COVID-19
Providing Virtual Palliative Care

Essential Conversations: Utilizing Advance Care Planning & Serious lllness
Tools During COVID-19 and Throughout the Patient Journey

The Psychological Impact of COVID on Health Care Professionals

Approche palliative et personnes agées en milieu hospitalier dans le
contexte du COVID-19

The State of Palliative Care in Hospitals: Insights from the COVID
Pandemic

Palliative Care in the Home: Lessons From COVID

Childcare and Caregiving during COVID: Challenges for Palliative Care
Health Care Workers

Trauma Informed Palliative Care

Shortage of Palliative Care Medications during COVID-19 — Part 2

1 .’ y O O O + Exploring Trauma Informed Palliative Care for Populations Experiencing

Structural Vulnerability

Univ Clinical Protocols: What Real Cases Have Taught Us

April 3
April 8

April 14

April 15

April 17 —-12pm
April 17 - 5pm
April 22

April 27
May 8
May 13

May 29

June 4

June 5

June 15
June 23

July 10
July 29
August 14

August 27
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The lighter side

A meteorite! Quick!

Lets go get
toilet paper!

It's for your own
good. You have
to stop touching
your face.

McMast
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Lessons learned

* The impact of isolation

* The impact of moral distress

* Some service and payment models made it very difficult to mobilize,
pivot and restructure

* Not all professions given virtual care tools

* Lack of palliative care skills across workforce, professions and settings

* Virtual teaching, meetings and care can be exhausting

* Clinical gaps caused by virtual care

McMaster

i W Universidad CIVIe FAMILY MEDICINE
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Division of Palliative Care




What we learned (at a societal level)

* ACP and GOC discussions were highlighted

* A home death is possible and can be a good thing.
o More people at home to care for family.

* Technology (virtual care) can be harnessed
* Privilege of being a care giver and a health care provider
* The importance of communication

* There are strengths and gaps all around us.
o Opportunities for improvement
o Stepping stones for the future

- W Universidad McMaster | FAMILY MEDICINE
,‘ Pallium Canada i{:ﬁa de Navarra University %. Division of Pall iative Care



Early Palliative Care: An unintended victim?

COVID-19 forces Italian doctors to make life-
and-death choices about rationing care

f ¥ @ & In =

New recommendations advise saving 'scarce resources' for those with the 'greatest
chance of survival'

CBC Radio - Posted: Mar 13, 2020 6:15 PM ET | Last Updated: March 13

#CBC | MENU v
COVID-19 Local updates Watch Live COVID-19 tracker

FAMILY MEDICINE
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Lessons learned

* We can pivot, we can change and we can innovate when we really
need to.

* People and services are able to adapt quickly

* Decisions can be made quickly

* Preparation does help

* The power of teamwork & collaboration

* The power of narrative (good and bad)

* We are only human (burnout, exhaustion)

: W Universi McMaster | FAMILY MEDICINE
P« Pallium Canada &?ﬁﬁ gniversicad University [
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Lessons learned

 Agility of palliative care services and teams across the country

* Excellent resources emerged
o BC Centre for Palliative Care
o Canadian Association of Emergency Physicians (CAEM)
o McMaster Division of Palliative Care
o Ontario Palliative Care Network
o Pallium Canada’s Covid webinars
o Pallium LEAP online

- W Universidad McMaster | FAMILY MEDICINE
P« Pallium Canada W' de Navars University GI)

Division of Palliative Care




Lessons learned

“Speed trumps
perfection in a
pandemic”

Dr Michael J Ryan, Executive
Director, WHO

“Be patient toward all that is
unsolved in your heart and to try to
love the questions themselves like
locked rooms and like books that are

written in a very foreign tongue.”
9% Pallium Canada "W Universidad McMaster

de Navarra University
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Zoom cannot see
everything




Finding the right balance, using the right tool at the
right time

McMaster | rFAmILY MEDICINE

: @ Universidad CM
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* Imagine, if after all of this, we did nothing!

* Imagine we don’t change or improve what the
pandemic has identified as needing fixing.

* What would those who died and continue to suffer
say to us if they found out we did nothing?

* There is an opportunity for transformational
change.

* It will take courageous leadership, common visions
and everyone helping out

i Wi Universidad McMaster
" Pallium Canada 1! de Navarra Un1vers1ty
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Part 3

a From reflection to action
|

%

/ McMaster
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Status of palliative care across
most Canadian province

e Great progress last decades
o Across different domains

* Patchwork that is improving but
still gaps in many regions
o Excellence in many regions in one
or other area, but gaps in many

2000

Future?



From the Triple to the Quadruple Aim

Improved Better
patient health
experience outcomes

Improved
care
provider
experience

Lower
healthcare
costs

i /riple Aim

Bodenheimer T, Sinsky C. Ann Fam
Med 2014; 12(6): 573-576.

: W Universidad McMaster | FAMILY MEDICINE
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Going from Good to Great.

Evolution or Disruption?

Additional fixes or total reorganization?

IIIIIIIIIIIIII

Division of Palliative Care
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Halifax Oct 2014: The start of a disruption or

evolution?

Paramedics providing
intervention

Palliun (asada \'I,

L EA pP:A'IZl;\MEDIC

I-day, Hybrid: Online

Halifax

9= Pallium Oct 20145

palliative care: A multipronged

Modified DACUM Workshop

Attendees:
o Michelle Harrison, Project Manager — Paramedics Providing Palliative Care Project
Shawn Westbury — Senior Operations Paramedic, PEI
Darcy Clinton — Support Service Manager, PEI
Mark Walker — Clinical Learning Coordinator, EHS NS
Marianne Arab — Project Co-Lead & Manages Supportive Care, CONS
Katherine Houde — ACP Paramedic, Nova Scotia
Sandee Crooks — ACP Paramedic, Nova Scotia
Dr. Kathryn Downer — National Director, Ottawa
Dr. Jose Pereira — Sclentific Officer, Ottawa
Dr. Erin O'Connor — ED and PC Physician, Ottawa
Dr. Lisa Fischer = €D and PC Physician, Ottawa
Nathalie Ray - Pallium Canada Program Manager, Ottawa

Regrets: Dr. Alix Carter, University of Dalhousie
Competency Map: To Identify EMS Competencies in delivering Palliative Care at Home
Table &

Process for developing EMS palliative care competencies

Step 1:

Step 2:

Step 3:
Step 4:

Step 4:

Step 5:

Pallium Canada

Brainstorm:

Identify all the competencies you think you need to provide effective
palliative & end of life care (write these on stickies & put on wall)

= Start by looking at what you already have identified

* Continue adding (will be broad and specific competencies)

Organize into domains

Organize stickies into domains; name these domains

* Use Family Medicine domains as a rough guide only
*  Are there any missing domains?

Separate “Broad” from “Specific” competencies (within domains)

Identify the Broad Competencies for each domain
* Use existing Broad competencies
* Are there any missing broad competencies?

Identify Specific Competencies for each Broad Competency
* Use existing stickies with specific competencies
*  Are there any missing specific competencies?

Further validation & fine-tuning of competencies with colleagues
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Redesigning the
system

Paramedics providing
palliative care
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Paramedics providing palliative care at home:
A mixed-methods exploration of patient and family
satisfaction and paramedic comfort and confidence

Alix J. E. Carter, MD, MPH"": Marianne Arab, MSW/RSW#*; Michelle Harrison, BSc, AHN, MA'#;
Judah Goldstein, PCP, MSc, PhD""; Barbara Stewart, RN*; Mireille Lecours, MD?;

James Sullivan, BScN, RNS; Carolyn Villard, BSc¥; Wilma Crowell, RN"; Katherine Houde, ACP";
Jan L. Jensen, ACP, MAHSR™'; Kathryn Downer, MSc, EdDY; Jose Pereira, MBChB, MScl

CLINICIAN'S CAPSULE

What is known about the topic?

A novel program was implemented to enhance the care
provided by paramedics to patients with palliative goals
of care.

What did this study ask?

This study asked about patient experience with the pro-
gram and the comfort and confidence of paramedics to
deliver this care.

What did this study find?

Patients praised the compassion of paramedics and stay-
ing home, and paramedics strongly agreed palliative care
should be in their practice.

Why does this study matter to clinicians?

Knowledge of this program will support similar initiatives
and increase access to care and death outside of the hos-
pital setting.

DOl 101017 /cem.2018.497
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Likert scale, reported as the median linterquartile range
[IQR]); analysis with Wilcoxon ranked sum/thematic analysis
of free text.

Results: In Part A, 67/2556 (30%) enrolment surveys were
returned. Three themes emerged: fulfilling wishes, peace of
mind, and feeling prepared for emergencies. In 18 post-
encounter interviews, four themes emerged: 24/7 availability,
paramedic professionalism and compassion, symptom relief,
and a plea for program continuation. Thematic saturation was
reached with little divergence. In Part B, 235/1255 (18.9%) pre-
and 267 (21.3%) post-surveys were completed. Comfort with
providing palliative care without transport improved post
launch { p=<0.001} as did confidence in palliative care without
transport (p=< 0.001). Respondents strongly agreed that all
paramedics should be able to provide basic palliative care.
Conclusions: After implementation of the multifaceted Para-
medics Providing Palliative Care at Home Program, parame-
dics describe palliative care as important and rewarding. The
program resulted in high patient'family satisfaction; simply
registering provides peace of mind. After an encounter, fam-
ilies particularly noted the compassion and professionalism
of the paramedics.



LEAP Paramedics: Evidence of Impact at Level 4 in
Derta

Most Treated At EMS Time Savings Preferred Location of
Home Care

e 88% of patients e Despite longer time e The majority of
were successfully on scene, the overall family members
treated in place and time on task for EMS surveyed said that
not transported to staff was lower the patient received
the hospital when compared to treatment in their
all EMS transport preferred location of
events care

Transported 12%
(n=20)

ATR events

All provincial EMS
events where
transport occurred

200 -
150 -
100 -

92%

Mot
preferred

location

Transported
88% (n=145) ED -

(n=165 Phase | one — March 2015 through Mean Median Mean Median
September 2016) Time on scene (Minutes) Total time on task (minutes)

Paramedics Program Report: CPAC and CFHI Meeting; September 13, 2017



Models of Practice:
A Conceptual Framework for specialist palliative care teams

Consultation

Model

Pereira J et al. EAPC 2014
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PALLIATIVE
MEDICINE
Original Article

Palliative Medicine

Palliative care physicians’ motivations ii?iﬁ%é]m
for models of practicing in the community: -.ceuseguidem
1 . . . sagepub.com/journals-permissions
A qualitative descriptive study joff:ﬁ;iﬁsﬁ%gﬁa
®SAGE

Abby Maybeel2("/, Samantha Winemaker!?, Michelle Howard!"/,
Hsien Seow?", Alexandra Faragl?, Hun-Je Park!2,
Denise Marshalll2{") and Jose Pereiral?

Maybee A, Winemaker S, Howard M, Seow H, Farag A, Park HJ,
Marshall D, Pereira J. Palliative care physicians' motivations for
models of practicing in the community: A qualitative descriptive
study. Palliat Med. 2022 Jan;36(1):181-188.

$s Pallium Canada

* N =14 participants
o 4 worked in a consultation model
o 8in a takeover model
o 2 transitioning to a consultation model.

e Different motivators found for the two

practice models.

o Takeover model: palliative care physicians
primarily motivated by their relationships
with patients.

o In the consultation model, primarily
motivated by their relationships with
primary care.

* These differing motivations
corresponded to differences in the day-
to-day processes and outcomes of care.

* The physician’s personal or internal
motivators were drivers
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Systems thinking, complexity & a long term vision
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de Savigny D, Adam T. 2009. Systems
Thinking for Health Systems
Strengthening. Alliance for Health Policy
and Systems Research, World Health
Organization
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Systems thinking, complexity & a long term vision

.
6 “It's lucidly explained,
‘ D ¥ 4 engagingly written, and
Q constantly surprising:

\ g complexity made

; "

‘ u ' R Philip Ball, author of Cilr't'c‘s Lixs
B\ g( 7 é’ @ How Ore Thing Lead's to Avother

GOMPLEXITY

a clear guide

&
complexity

% theory
)

®
Neil Johinsan
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Commission on the Commission sur
Future of Health Care I'avenir des soins de santé
in Canada au Canada

DISCUSSION PAPER NO.8

Complicated and Complex Systems:
What Would Successful Reform

of Medicare Look Like?

by
Sholom Glouberman, ph.D.
Baycrest Centre for Geriatric Care

Brenda Zimmerman, Ph.D.
York University

A\ ) Universidad
de Navarra

Journal Information
Journal TOC

Search APA PsycNet

APA PsycArticles: Journal Article

Healthcare’s wicked questions: A complexity approach.

@ Request Permissions

Valeras, A. S. (2019). Healthcare's wicked questions: A complexity approach. Families, Systems, &
Health, 37(2), 167-189. https://doi.org/10.1037/fsh0000425

The previous President's Column explored Glouberman and Zimmerman’s (2002) differentiation of
complex problems versus those that fall under the domains of simple or complicated, concluding
with an invitation to enter the fray for health care’'s future state (Valeras, 2019). In this second
column on the subject of complexity, the author invites us to continue to explore the topic of
complexity and embrace it within health care, rather than shy away from it, in order influence the
future state. One tactic, when engaging with a complex adaptive system, is to ask Wicked
Questions. Williamson (2015) defines Wicked Questions as what is used to to expose the
assumptions which shape our actions and choices. Some of the Wicked Questions that can be
asked regarding the U.S. health care system are discussed. Exploring complexity and complex
adaptive systems may provide the way forward for the challenges we face in health care. (APA
Psycinfo Database Record (c) 2019 APA, all rights reserved)
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Reaching the Tipping Point and Overcoming the
Chasm

... LOOKS INTERSTWG, WwEIRDOS WP To ?
BuT 1§ IT ForR ME..?

Everett Rogers.
Diffusion of
Innovation.

BUSINESS ILLUSTRATOR.(OM
9= Pallium Canada W de Navarra University Division of Palliative C
ivision of Palliative Care
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“This book is not for heroes or saints or
perfectionists.
This book is for flawed people (and we

GETTING TO MAYBE: are all flawed in one way or another)

who are not happy with the way things
are and would like to make a
difference”

Frances Westley
Brenda Zimmerman
Michael Quinn Patton

HOW THE WORLD IS CHANGED. niversidad McMaster | FAMILY MEDICINE

He Navarra University Division of Palliative Care
T/
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#1 BESTSELLER
THREE MILLION COPIES SOLD Key ideas

1  Finding your “hedgehog concept” will give you a
clear path to follow.

2  Success comes from many tiny, incremental
pushes in the right direction.

3  New technology should be viewed as an

accelerator toward a goal — not as a goal itself.
4 Level 5 leaders drive success transformations
from good to great.
5 Theright people in the right place are the

foundation of greatnes.

6  Success requires confronting reality — and never
losing faith.

7 Leaders must create an environment where harsh
facts can be aired without hesitation.

FAMILY MEDICINE

Division of Palliative Care

: W Universi McMaster
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“A Plan is Not a Strategy”

Strategy | Planning

* Actual customers are * You control costs.
the customers. * You are the customer.

Not knowing for sure

* You don’t control them. e 3 * It's comfortable. ®
* You don’t control
revenues.

isn’t bad management.
It’s great leadership.

Roger Martin
Professor Emeritus,

9% Pallium Canada @ o Rotman School of Management, Umversﬂygyf 'I|'oronto



Part 4

Priorities for a reset

/
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Palliative care early and across cancer and non-
cancer illnesses

Proportion of deaths due to cancer and other causes, Canada, 2012

Other
24.9%

Disease modifying
treatments

Kidney disease, 1.5%

o . -
Suicide, 1.6% -'---—7
Influenza and pneumonia, 2.3% ——

Alrheimer's disease, 2.6% —

Supportive and End of

Palliative Care life care
Cure or control Disease progression

PN d RN

Heart disease
19.7%

Diabetes, 2.8% —

Chronic lower respiratory g Diagnosis lliness traje‘:tory Death
diseases, 4.5% ri
Accidents, 4.6%
C-Elehmll.i:ascular
diseases, 5.3%
W Universidad McMaster | FAMILY MEDICINE
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A public health g

Palliative care part of national health plan, policies, related
regulations

[ ]
approaCh & pLI b I l C Funding/service delivery models support palliative care delivery

Essential medicines

h e d I th m Od e l (Policy makers, regulators, WHO, NGOs)

Education

Media and
public advocacy

Medicine availability

Opioids, essential
medicines

Importation quota Curricula, courses —
Cost professionals, trainees
Prescribing 8 Y Expert training
Distribution o Family caregiver training
Dispensing U and support

Administration (Media and public,

(Pharmacists, drug healthcare providers and
regulators, law trainees, palliative care
enforcement agents) experts, family caregivers)

Implementation

Opinion leaders
Trainer manpower
Stjernsward J, Foley K, Ferris F. The Public Strategic and business plans —

Health Strategy for Palliative Care. J Pain rsii?\lé;crzss' inzrizztlzggts“ﬁeasures
Sympt Manage 2007;33(5):486-493 i

(Community and clinical leaders,

administrators)

i ks~ Universidad 1VICIVIADLTL
,‘ Pallium Canada ": Y de Navarra University
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Need specialist- and primary-level palliative care

Specialist

Level
Palliative Care Teams

Primary care, family medicine, Primary palliative care

oncology, internal Healthcare professionals with core

medicine, cardiology, pulmonology, paIIiative care skills
neurology, geriatrics, nephrology,

pediatrics, surgery, emergency
intensive care, etc.

The Palliative Care Approach.

Palliative Care is
everyone's business!

Community
Lﬁ\ﬁﬁ e 8 [ B J

. W Universidad McMaster | FAMILY MEDICINE
’\. Pa | | um Canada i dglﬁgrvse;rra University Division of Palliative Care
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Compassionate Communities,
Kingston: Talking About Death
Never Killed Anyone

Learn how one engaged community member
spearheaded community-wide change using the

Compassionate Community Startup Toolkit.

Read this story »

i-PaIIium Canada
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Palliative care needed across all specialty areas:
Impact of palliative care on healthcare use across disease groups

Rate ratio Rate ratio Rate ratio QOdds ratio
(952 Cl) (952 CI) (95% CI) (952 CD)
Emergency department visits Hospital admissions Intensive care unit admissions Location of death
All patients . . * .
Organ failure - .- . .
Cancer - -+ *
Dementia —— —— =
Heart failure —_—— ——— -.- 4=
COPD —— —.— .
ESRD —— —— —a- ——
Stroke —4—
Cirrhiosis —_—— —_—— —r— —_——
a5 075 1 125 15 05 075 1 125 15 0 0.5 1 15 2041 a 1 2 3
Favours Fawvours no Favours Favours no Favours Favoursno Favours Favours
palliative palliative palliative palliative palliative palliative deathin death at
care care care care care care hospital home

Fig 2 | Association between palliative care and healthcare use. Association between newly initiated palliative care and rates of emergency
department visits not resulting in admission to hospital, hospital admissions, and intensive care unit admissions, or location of death among adults
in the last six months of life dying from cancer and non-cancer illness in Ontario between 2010 and 2015. Locations of death were home (including
nursing home), acute care (including hospital and intensive care unit), and other. Models were adjusted for age, sex, comorbidities, rural location of

The authors concluded:

“Increasing access to palliative
care through sustained
investment

in physician [and other
professions] training and
current models of collaborative
palliative care could improve
end-of-life care, which might
have important implications for
health policy.”

Quinn KL, et al. Association between palliative care and healthcare outcomes among adults with terminal non-cancer
illness: population based matched cohort study. BMJ BMJ2020;370:m2257 http://dx.doi.org/10.1136 bmj.m2257



From Over-Burdened And
Under-Resourced To Many
Knowledgeable Hands On Deck

Read how the Bruyére Academic Family Health Team
trained all staff on LEAP to ensure that patients and

families were surrounded by health care professionals

trained together.

Read this story »

Palliative Care as a Team Sport:
Training Builds Alliances in Rural
Ontario

Read how training on LEAP helped the Petawawa
Centennial Family Health Centre with their comfort
and skill in providing a palliative care approach to

patients and families.

Read this story »

STORIES FROM ORGANIZATIONS

'l- Pallium Canada 56



How Family Doctors Can
Support Patients In Having A
Good Death

Read one family doctor’s desire to continue treating
patients who could benefit from a palliative care

approach.

Read this story »

STORIES FROM PROFESSIONALS

')- Pallium Canada

Nova Scotia Takes A Strong and
Coordinated Approach to
Training Primary Health Care
Providers

Learn how the Nova Scotia Health Authority used
LEAP to bring a coordinated approach to better

palliative care services across the province.
Read this story »

STORIES FROM ORGANIZATIONS

McMaster

-8
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’
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It is possible

Program Description

Print short, Web long*

Enhancing family physician capacity
to deliver quality palliative home care
An end-of-life, shared-care model

Denise Marshall mo rcre Doris Howell poo v Kevin Brazil o Michelle Howard mscevo Alan Taniguchi mo rore

ABSTRACT

PROBLEM BEING ADDRESSED Family physicians face innumerable challenges to delivering quality
palliative home care to meet the complex needs of end-of-life patients and their families.

OBJECTIVE OF PROGRAM To implement a model of shared care to enhance family physicians’ ability to
deliver quality palliative home care, particularly in a community-based setting.

PROGRAM DESCRIPTION Family physicians in 3 group practices (N=21) in Ontario’s Niagara West region
collaborated with an interprofessional palliative care team (including a palliative care advanced practice
nurse, a palliative medicine physician, a bereavement counselor, a psychosocial-spiritual advisor, and a
case manager) in a shared-care partnership to provide comprehensive palliative home care. Key features
of the program included systematic and timely identification of end-of-life patients, needs assessments,
symptom and psychosacial support interventions, regular communication between team members, and
coordinated care guided by outcome-based assessment in the home. In addition, educational initiatives
were provided to enhance family physicians’ knowledge and skills.

CONCLUSION Because of the program, participants reported improved communication, effective
interprofessional collaboration, and the capacity to deliver palliative home care, 24 hours a day, 7 days a
week, to end-of-life patients in the community.

'l- Pallium Canada

MEMBERS' STORIES

Manitoulin Central FHT Physician Awarded Associated
Medical Services (AMS) Phoenix Fellowship

OCTOBER 25, 2017 Association of
Family Health

AFHTO

The Manitoulin Expositor article published October 20, 2017. Article in full pasted below. Expositor Staff, The
Manitoulin Expositor MINDEMOYA—A Northern Ontario School of Medicine (NOSM) faculty member who works at the
Manitoulin Central Family Health Team and Manitoulin Health Centre in Mindemaoya, Dr. Frances Kilbertus, is among
six distinguished educators to receive a 2017 Associated Medical Services (AMS) Phoenix Fellowship. Dr. Kilbertus,
NOSM associate professor, and Dr. James Goertzen, NOSM assistant dean, continuing education and professional
development, are among six distinguished educators to receive the award. Dr. Kilbertus is focusing her Fellowship on
projects that explore how the community, the workplace, health professionals and learners are interwovenina
process of learning and practicing palliative care in the culturally diverse rural community on Manitoulin Island. “The
focus for the first year of the fellowship will be exploring community involvement, creating opportunities for
engagement and dialogue around death and dying, and developing learning tools for palliative care that are inclusive
of an Indigenous perspective,” Dr. Kilbertus says. “The second year will focus on the rural clinical workplace; how
learners and practitioners understand and appreciate palliative care and how compassionate learning environments
are created and sustained.” The Fellowship from AMS Healthcare is awarded each year and specifically targets
individuals with strong leadership abilities who are committed to nurturing and sustaining the learning and practice
of compassionate care. The intent of the Fellowship is to provide support (the equivalent of $50,000) to individuals to
allow them to devote time to endage in leadership activities, building capacity in their home institution and across
Ontario. “The Northern Ontario School of Medicine was founded on a strong social accountahbility mandate,” says
Rogder Strasser, MOSM Dean and CEQ. “These fellowships, which advance compassionate care within the health-care
community and sustain compassion in the environments on which health professionals learn and work, fit perfectly
with the Schools’ distributed, community-engaged, learning-centred model of education and research.” Click here to

access The Manitoulin Expositor article.
W Universidad MCIVIAST
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h . . -
i Q Table 1. Number of responding primary care clinics and response rates
# Advanced Search CLINICS IN
- PROVINCE TYPE OF PRIMARY CARE PRACTICE JURISDICTION, N

CANADIAN FAMILY PHYSICIAN e LE MEDECIN DE FAMILLE CANADIEN Ontario Family health team 185 B4 29

The official journal of the College of Family Physicians of Canada Community health centre 108 23 21

Nurse practitioner-led clinic 25 20 80

Home Articles Info for About CFP Feedback Blogs Mainpro+ Credits N D Aboriginal health access centre 10 5 50

Total 328 102* 31

Research Article | Research Eastern Quebec Local community health service centre 50 13 26
(centre local de services communautaires)

Do family health clinics provide primary-level palliative care in Ontario Family medicine group (groupe de médecine familale) o s 7

. ) Family medicine unit (unité de médecine familiale) 12 11 a9z

and the eastern regions of Quebec: o . - -

. . . *Partially completed surveys were excluded.
Bruno Gagnon, Sandy Buchman, Anum Irfan Khan, Marnie MacKinnon, Sara Urowitz, Tara Walton,

IMarie Immacula Fabienne Cléophat-Jolicoeur and José Pereira
Canadian Family Physician February 2019, 65 (2) 118-124;



CAMNADIAN FAMILY PHYSICIAN & LE MEDECIN DE FAMILLE CANADIEN

The official journal of the College of Family Physicians of Canada

Home Articles Info for About CFP Feedback Blogs Mainpro+ Credits u

Research Article | Research

Do family health clinics provide primary-level palliative care in Ontario
and the eastern regions of Quebec?

Bruno Gagnon, Sandy Buchman, Anum Irfan Khan, Marnie MacKinnon, Sara Urowitz, Tara Walton,
IMarie Immacula Fabienne Cleophat-Jolicoeur and José Pereira

Canadian Family Physician February 2019, 65 (2) 113-124;

,- Pallium Canada , ggiﬁgﬂg%d

Response rate of clinics: 32%.

Clinics in both provinces reported providing
palliative care to ambulatory patients (83% of
Ontario clinics and 74% of Quebec clinics).
Only 29 of 102 (28%) Ontario clinics provided
on-call services themselves, compared with 31
of 34 (91%) Quebec clinics,

Access to palliative care specialist teams for
support was higher in Ontario than in Quebec
(67% vs 41%, respectively).

In Ontario, 56% of practices indicated that they
had access to palliative care physicians who
could take over the care of their patients with
palliative care needs, but a lower number
(44%) actually handed over care to these
physicians.

A relatively small group of clinics in Ontario
(28%) and most clinics in Quebec (91%)
provided on-call palliative care services
themselves.

1{}/[cMa%ster
niversity
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thebmj covid-19 Research v Education + News & Views ~ Campaigns v Jobs v

Research

Impact of community based, specialist palliative care teams on
hospitalisations and emergency department visits late in life and hospital
deaths: a pooled analysis

BM/ 2014 ;348 doi: https://doi.org/10.1136/bmj.g3496 (Published 06 2014) REEIU" No of pﬂ“ﬂ'ﬂtﬁf Relative risk Relative risk
; oi: https.//doi.or ] mj.g ublishe une
Cite this as: BM/ 2014,348:23496 care team {9 5% CI] [95% cl}
Article Related content Metrics Responses Peer review 1 828 i = 1.18 {ﬂ.?? o 1'45}
2 197 o 0.74 (0.48t0 1.14)
Hsien Seow, associate professor, Kewvin Brazil, professor of palliative care 2, -
Jonathan Sussman, associate professer’, José Pereira, head of division of palliative medicine 3, ] 12{' - ' 'D'E'g {I::I.E;I tﬂ 11 :”
Denise Marshall. associate professor®, Perer C Austin, professors, Amna Husain, associate professt 4 117 = i 0. 32 {ﬂ 17 to 0. 5 '5}
Jagadish Rangrej, senier biostatistician?, Lisa Barbera, associate profassor? !
5 99 0 . 1.00 (0.55 to 1.82)
. . 6 76 — 0.94 (0.51 to 1.73)
Reduced relative risk of an |
o 7 663 —— 0.47 (0.37 to 0.59)
emergency department visit 5 P : . 1.14 (0.84 to 1.54)
in the last two weeks of life g oy —— 0.46 (0.36 to 0.58)
(exposed vs unexposed 10 167 - 0.79 (0.51 to 1.20)
patients) for patients cared by 11 115 — 0.60 (0.36 to 0.99)
Community paIIiative care Pooled 3109 E 0.77 (0.69 to 0.86)
teams 0 02 04 06 038 10 1.2 14 16 18 2.0 2.2
Favours specialist care team Favours usual care
9% Pallium Canada : Universidad MCMaS FAMILY MEDICINE
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The INTEGRATE Project:
4 FHTs & 4 Cancer Centres in Ontario, 1t GMF & 1 Cancer
Centre in Quebec

Table 1. Primary care practices that participated in the INTEGRATE Project

PRACTICE NAME AND MODEL*

Petawawa Centennial
Family Health Team

Ssunnybrook Academic
Family Health Team

Forest Hill Family
Health Group

Barrie and Community
Family Health Team

REGION OF ONTARIO

Champlain

Toronto Central
North

Toronto Central
South

North Simcoe
Muskoka

PRACTICE CHARACTERISTICS

= Rural

= 8 family physicians and various other professionals, ir
practitioners, nurses, a pharmacist, a social worker, ai

+ Roster of about 6300 patients

= Urban

« Academic

= 13 family physicians and various other professionals,
workers, dietitians, diabetes nurse educators, an occu
pharmacist, and a nurse navigator

+ Roster of about 9300 patients

= Urban

= 10 family physicians and various other professionals,
worker, a child psychologist, a speech pathologist, ar
endocrinologist, physiotherapists, and chiropractors

» Roster of about 10000 patients

= Rural
= 84 family physicians in teams of 2 to 4 across 35 sites
« Roster of about 131000 patients

Figure 1. INTEGRATE model of care for primary care practices

*A family health team is an interprofessional team of health care providers—family physicians, nutritionists, social worke
who provide comprehensive care to patients enrolled within the family health team. Physicians are paid through blended

A family health group is a group of 3 or more family physicians who work together but not necessarily in the same office. §
under the care of 1 doctor. Physicians are paid through fee for service.

'l- Pallium Canada

LEAP training &
Trifold decision aid
CCO website & 8 &

INTERPROFESSIONAL
EDUCATION

Step 1: Identify Step 2: Assess Step 3: Plan and manage
Discussion > Symptom
[ “Would you be Assess ¢ ] /~ management
o é i symptoms with patient /
I o, R
P pagient gleaintie functional
2 S nextyear?” status Adv;ncj sare .., Triageand Linkages to home
pranning referrals and community care
CCO—Cancer Care Ontario, LEAP—Learning Essential Approaches to Palliative Care.
Universidad McMaster | FAMILY MEDICINE
de Navarra University Division of Palliative Care




INTEGRATE
PROJECT

* Improvement in provider
confidence to deliver palliative care
and self-reported use of palliative
care tools and services.

e Substantial variation across

practices:
o % of patients identified using the
surprise question (0.2% to 1.5%),
o The number of advance care
planning conversations initiated
(50% to 90%)
o Mean time to conversation (13 to
76 days).
* Variation attributable, in part, to
contextual differences across

practices.

‘l- Pallium Canada

Table 5. Comparison of provider survey responses before and after implementation of the INTEGRATE Project

Attitudes and education®

« Belief that “palliative care should be considered for patients who
have a progressive, life-limiting illness (even if they still have many
maonths to live)”

« Belief that | have sufficient education or training to provide
palliative care

Confidence®
« Confidence to discuss patients’ progressive noncurable illness
« Confidence to initiate ACP discussion
« Confidence to discuss different options for care settings

« Confidence to inform patients and families of support services
available

Use of palliative care tools!
« Surprise guestion
« Palliative Performance Scale
« CCO Psychosocial Oncology Program and palliative care tools
« Edmonton Symptom Assessment Scale
« CCO symptom management guides
Delivery of palliative carel
« Held ACP ar GoC discussions with patients
« Provided home visits for palliative care
» Linked patients to community palliative care services
Barriers to palliative care delivery®
« Lack of time to have ACP or GoC conversation
« Lack of comfort initiating ACP or GoC conversation

« Lack of knowledge, training, or skills to provide palliative care
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People Who Say It Cannot Be Done Should Not Interrupt
Those Who Are Doing It
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Opportunity for Total Reorganization

 Supporting and engaging primary care & other ke 0
. . FOR A DAY.
SpeCIaItIeS TEACH A MAN TO FISH,
« Ownership of primary-level palliative care (the i

palliative care approach)
o Across settings
o Across specialty areas
o Across professions (especially physicians)

_ McMaster
P« Pallium Canada gﬁ& de Navarra University
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Areas where disruptions (total reorganization) may
be needed

* Funding of palliative care physicians
o The story of the APP and AFP in Ontario, and the emergence of the Fee-for-
Service model

o The Billing Codes and the story of the G512

* Consolidation perhaps needed?
o Palliative Care NPs, PPSMC Teams & Community Palliative Care Physicians

* Palliative home care, in the midst of workforce shortages & burnout

- W Universidad McMaster | FAMILY MEDICINE
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Implementing the first regional hospice UES

palliative care program in Ontario: the
Champlain region as a case study

José Pereira™*' (@, Jocelyne Contant’, Gwen Barton' and Christopher Klinger'-

Abstract

Background: Regionalization promotes planning and coordination of services aoross seftings and providers to
meat population neads. Despite the potential advantages of regionalization, no regicnal hospioe palliathve carne
program existed in Ontario, Canada, as of 2010, This paper describes the process and early results of the
development of the first regional hospice palliative care program in Ontario. The varous activities and processes
undertaken and the formal agreements, policies and documents are described.

Methods: A participative approach, started in Apnil 2009, was used. It brought together over 26 health service
providers, induding residential hospices, a palliative cane unit, community and hospital specialist consultation teams,
hospitals, cormnmunity health and social serdce agencies (including nursing), individual health professionals,
wolunteers, patients and families. An extensive stakeholder and community wvetting process was undetaken that
induded work groups (o explone ley aneas such as home cane, the hospital sector, haspice and palliative care unit
beds, provision of care in rural settings, e-health and education), a steedng ammittee and input from over 30
individuals via e-mail and towrn-hals. A Transitional Leadership Group was alectad to steer the implementation of
the Regional Program over the summer of 2010 This group established the by-laws and details regarding the
governance structure of the Regional Program, induding its rode, responsibilities, reporting structures and initial
perfomanae indicators that the Local Health Integration Metwodk (LHIN) approved.

Results: The Regional Program was formally established in November 2000 with a aompetency-based Board of 14
elected members to oversee the program. Eardy work invoheed establishing standards and performance indicators
for the different sectors and settings in the region, and identifying key clinical needs such as the establishrment of
o residential hospice capacity in Oftawa and a rural framewaork to ensune access for citizens in rural and remate
regions. Challenges encountered are explored as are the process enablers and facilitators. The paper views the
development and implementation process from the perspectives of several framewaorks and models related o
change managermant

Conclusions: Fallowing on several initial achievernents, the long term suaess of the Regional Program will depend
on consolidating the early gains and demonstrating changes based on ey measurable outcomes.

Keywords: Regional, Palliative care, Change management, System

Table 2 Guiding principles and foundational recommendations
in the business plan for the Champlain Hospice Palliative Care
Program

Guiding Principles and Elerments
« A common region-wide vision and mission

- A single common governance body that still allows for
independence of the various service providers

« An adequately resourced program and system

- Evidence-guided care and diffusion of best practices through
education and knowledge transfer

= An accountability system of reporting and systerm-wide (macro) and
institutional (micro) performance indicators

- The establishment of standards for the region

= Improve the capadity of primary care to provide primary-level paliative
care (palliative care approach), with adequate resources to provide
support to primary care clinicians

- Ongoing role for the local End-of-Life Networks to enhance the role
of the Regional Program
Foundational Recommendations®
- Establish a Regional Hospice Palliative Care (HPC) Program

- Establish a Program Council of Directors (later renamed "Board of
Directors”) to oversee the Program, supported by an executive office

« Establish formal agreements between the Regional HPC Program
and the LHIN, and between the LHIN and service providers to:
o Support the objectives of the program
o Report on key performance indicators

“There were also several supporting recommendations covering various
pricrity areas

Pereira J, Contant J, Barton G, Klinger C. Implementing the first regional hospice palliative care program in Ontario:
the Champlain region as a case study. BMC Palliat Care. 2016 Jul 26;15:65.



Table 4 Facilitators and Enablers of Success in Developing a
Regional Hospice Palliative Care Program

= A history in the region of attempts at initiating a regional program;
« A funded fulkime coordinator,

* Support from the Local Health Integration Metwork's (LHIN's) CEO and
Board of Govemors;

= St@arting the process using an Appreciative |nquiry approach;

» Early commitment by most stakeholders;

» Maintaining and sustaining momentum throughout the process;
» Co-chairing of the process by two co-chairs ;

= Significant community and stakeholder engagement;

= Exemplars in the region of other regional programs, specifically Stroke
and Gernatrics-_are of the Elderly;

» Use of a "“Change Management" approach;
» Creation of a commaon vision early in the process;
» Flexibility to adapt and modify the emerging plan and process; and

» Establishment of a competency-based Board, instead of one that
represents specific service providers, settings and sites of care.

Pereira J, Contant J, Barton G, Klinger C. Implementing
the first regional hospice palliative care program in
Ontario: the Champlain region as a case study. BMC
Palliat Care. 2016 Jul 26;15:65.



Learn from others, adopt and adapt
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'Lakehead University, Thunder Bay, Ontario, Canada
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Developing rural palliative care: validating a conceptual model
Rural and Remote Health 11: 1717, (Online) 2011 Figure 1: Developing a rural palliative care model adapted with new antecedent condition,
Available: http: //www.rrhoorg.au
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Quality Palliative Care in Long Term Care
Tools & Resources for Organizational Change

The Project (2008-2013)
The Alliance

Project Knowledge Exchange
QPC-LTC Toolkit

Links

Lakehead

UNIVERSITY

A Pathway to Achieve Sustainable
Palliative Care in Long Term Care

MCNI’dStCI' The Project
University g
ko Improving Quality of Life for People Dying in Long Term Care Homes was

a five-year comparative case study research (2008-2013) involving four
long term care homes in Ontario. It was funded by the Social Science and
“ Halton Humanities Research Council and conducted by the Quality Palliative Care
rrcion in Long Term Care Alliance that consisted of researchers, long term care

homes and community health and social service organizations.

The primary goal of the research was to improve the quality of life of

people dying in long term care homes by developing palliative care

programs specific to the needs of residents and homes. Other goals (#)
included promoting the role of the personal support worker in palliative
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Models

Co , * Model 1: External specialist EOL model
Palliative Care Models in Long-Term

Care: A Scoping Review * Model 2: In-house EOL care

Kaasalainen S, Sussman T, . . [ . o 1
McCleary L, Thompson G, Model 3: In-house capacity building

Hunter PV, Wickson-Griffiths A, within a palliative care approach

Cook R, Bello-Haas VD,

Venturato L, Papaioannou A, . e . o
You J, Parker D. Palliative Care Model 4: In-house capacity building

Models in Long-Term Care: A with external support from palliative

Scoping Review. Nurs Leadersh care Spe(_ialists
(Tor Ont). 2019 Sep;32(3):8-26.
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Palliative Care Models in Long-Term
Care: A Scoping Review

Kaasalainen S, Sussman T,
McCleary L, Thompson G,
Hunter PV, Wickson-Griffiths A,
Cook R, Bello-Haas VD,
Venturato L, Papaioannou A,
You J, Parker D. Palliative Care
Models in Long-Term Care: A
Scoping Review. Nurs Leadersh
(Tor Ont). 2019 Sep;32(3):8-26.
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Key components
* Training and capacity-building strategies for

LTC staff

o Internal training and capacity-building activities have
been recommended to “skill-up” LTC staff to provide
quality care.

Internal palliative champion or champion team
External supports: palliative care nurse

practitioners or physicians.
o Community outreach palliative care nurses conduct
regular visits to the LTC home

Resident, family and staff support
o Regular debriefing and case-conferencing.

Advance care planning and goals of care
discussions early and ongoing

Institutional policies to support palliative and
EOL care.

T FAMILY MEDICINE
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The role of virtual learning and teaching vs
traditional classroom learning
FIN

* Virtual learning is not a panacea

* Harnessing its strengths, —a
mitigating its limitations and " e e
avoiding its pitfalls

* Need to find the right tool for the
job

MCMaSt FAMILY MEDICINE

University G£8 Division of Palliative Care
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Family Medicine trainees’ intention (somewhat/highly likely)
to provide palliative care after graduation by medical school*

78.6% 80.6%
63.6%
47.2%

71.8% 71.8%
60.0% 61.2%
i 53.8% @ 55.2%

* Results of 11 out of Canada’s 17 medical schools shown; response rates were too low for 4 medical
schools and 2 other schools do not provide Triple-C data.




Collaborate rather than duplicate

’oPaIIium Canada

“A great deal of human effort is being spent to
develop palliative care educational material that
essentially duplicates or at best is a minimal
improvement over existing resources....
However, the knowledge base of palliative care
evolves slowly and does not justify the routine
development of new material from scratch...

A more efficient system would be to have one or
two standardized curricula. This would allow

..... efforts toward broad dissemination rather
than duplication, much as is done for advanced
cardiac life support training.

Downar J. J Pall Med. 2018;21(51)
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Quality Improvement
Condensed (QUIC)

ldentify patients with
palliative care needs
and develop a practice
palliative care register

pallium.ca
*Pallium Canada

How to use this toolkit

AlM OF TOOLKIT

To help you identify patients whe could benefit
from a palliative care approach and develop a
palliative care register (list) for your practice.

* The toolkit is a condensed step-by-
step appr\:!ach to undertaking qua|i|:y
impravernent () in your practice as it relates
to palliative care. It draws on, and provides
links to excellent existing resources.

* This QUIC goes hand-in-hand with
QUIC Activating a palliative care
approach (forthcoming).

# First, review the entire document to understand
the big picture. Then follow the steps and
refer to the Resources section and useful links
at the end of the toalkit as you go along.

» (Ol is a team activity, so involve all those who
will be affected or invelved. Consider including
a patient or tamily member in your team.

* This toolkit uses the Model for Improvement
(MFI) of the Institute for Healthcare Improvement
(IHI). It consists of three key questions and Plan-
Dio-Study-Act (PDSA) cycles. You may use other
approaches that you may feel more acquainted
with or feel would be mone appropriate.

» Don't forget to celebrate successes!
there are shortfalls or failures, try a different
approach. That is the advantage of using
a 0l approach — small ongoing steps.

EASE OF IMPLEMENTATION SCALE (VARIABLE)

Some Ql efforts are straightforward and
quite easy. We call these “just do its.” Cthers
require several cycles (PDSA cycles), each one
making small adjustments and improvements.
A few require complex approaches.

10R 2 PDSA CYCLES

This QUIC, especially the ‘identifying patients’
part of it, falls toward the “just do it” spectrum,
as showcased in this diagram. Deve loping a
registry for your practice may require some PDSA
cycles, especially if you need to embed it in your
electronic medical record (EMRI—but it is worth it!

SEVERAL PDSA CYCLES
MORE

JUSTDO IT { > ﬁ:‘nﬁgﬁﬁs
IDENTIFY EMR REGISTER
PATIENTS
COMPONENT
\ I Universidad Mc Siet
%1’ de Navarra

University B8
Ty
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QUIC Steps

STEP 1: GET STARTED

Ask: |s this for my patients or for the whole dinic?

Ask: Who can help me with this?

Sometimes you may nead to start first .
with your own patients and then use your
example to convince your colleagues.

This may be one or two colleagues. Can be from
different professions and/or administrative team.

Get one or two colleagues and staff on board.

Get them to view the short Pallium video

Better Early Than Late and discuss. Think of

a specific patient in your practice where earlier
pallistive care could have helped them.

Coffee chat (in-person or virtual)

Explore this QUIC together to start
thinking about how to implement this
improvement in your practice.

Reflect briefly on the following questions:

* Dioes this make sense for our practice?
* What are we trying to accomplish?
* How will we know that a change

is an improvement?

* What changels) can we make to
accomplish this improvement?

STEP 2: DOES THIS APPLY TO US?

Consider one or two of the fellowing: .

Rapid chart audit (See Resources 4 & 5)
A check sheet (See Resource 5)
Case reflections (See Resourca 5)

STEP 3: A DEEPER DIVE

If this confirms an improvement opportunity,
use this information and the "Make the
Case” slide deck to engage the whole

team (Currently in developmenit).

The following questions can help to understand the opportunity better:

1.

noR N

What are the root causes of the problem &
in our practice? (See Resource &) 7.
Are we ready for the change? 8.

What should we do to prepare for the change?

What would make most sense in our practice? 9.

What can help us get there?

Palliurn QUUIC: Identify patients earlier and develop a register

What could block us?
Who need to be involved?
Who do we need to speak to (folks who could

help or could have other important views)?

What resources or tools will help us?

STEP 4: PREPARE FOR THE CHANGE

(e

'Q-‘Ct- J')_-_f'-' bk

WHAT ARE WE — HOW WILL WE —/ *
TRYING TO KNOW IT IS AN WHAT CHANGES
ACCOMPLISH? IMPROVEMENT? CAN WE MAKE?

What are we trying to accomplish?

Summarise your problem

* |n my/our practice, we activate a pa”iativa cara appmach too late in the illness
journey, often only in the last days or weeks of life. We also don't have a good
idea of who the patients are in our practice who would benefit from a pa”iative
care approach. This makes it difficult to be pro-active in organizing their care.

Develop an AIM STATEMENT

+ Example: Within [x] months [or by date], [select doable % e.g. 80%)]
of all patients in my/our practice with advanced [name disease] that meet the
"Surprise Question” and SPICT criteria, will be flagged in their charts as requiring
a palliative care approach and included in a practice Palliative Care Register

* Mote: The register can be done simukaneously with early clinical identification (preferred)
or can follow work on first making clinical identification part of everyday practice.

+ Note: Creating a register would require incorporating a unique flag or
code in your electronic medical record (EMF) to he|p with searches or
an indicator in your paper records that identifies patients with palliative
care needs. You may need help from your EMR support team.

* The Surprise Question (See Resource 2)
¢ The SPICT Tool (See Resource 3)

Q, mes

= There are many cancer and non-cancer diseases.

Seck Input from all teamy/dinkc members

that will be Imy d in this change. Engage
them in co-developing the AlM statements,
mezsures and changes being Implemented.

‘You may conskder, as a test/pilot, starting with one
disease group. Leam from that, fine-tune, celebrate
ess, and then extend to other diseases.

Pallium QUIC: Identify patients earlier and develop a register

aster
lty + BN+

STEP 5: PLAN (P)

* This will depend on the scope of your intended
improvement idea (2.g., clinical identification only
or dinical identification alongside register).

* Engane the whole team and involve them in the work

* Seetables on P &and7 for planning considerations.

Clinical Identification
(See Resources 2 and 3)

Possible "answers”

(madify to your practi

What? (what will be done?) * Use the Surprise (

* If a register has bs
practice charts to
appointments to s
see the patients o

Questions te answer

Whe? Clinic docls), nurses,

for each task above.
When? Practice co-decides 1
Where? Practice decides: On

or whole practice.

Pushback from colle:
to mitigate (e.g. palli
or LEAP Online mod

What should we anticipate?

Enablers & barriers? Wheo and what? Tean

‘or mitigate.

Pallium QUIC: Identify patients earfier and develop a register
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Conclusion

/
‘ Questions & Comments
/ [ McMaster
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* Courageous leadership, focus on
what really matters (whose

interests?), and teamwork will be
needed.
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“If you want to travel fast,
travel alone.
If you want to travel far,
travel together.”

(N’gambai African Proverb)
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