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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

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

online LEAP module offerings April to August 2020
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Part 1
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The COVID-19 experience1



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

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

12
Shamon S, Meadows L, Pereira J, 
Kaaselainan S, et al. Unpublished data.

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



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 Unpublished data.

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



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]

• “ We had actually just had a LEAP course that I 

had trained 2017-18ish, where all of our frontline 

staff were brought in there” [P1]

• “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]

• “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” [P1]

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 Unpublished data.



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 I 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 I need to get well 
myself” [P13]

• I 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.  There wasn’t that physical, 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]
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Shamon S, Meadows L, Pereira J, 
Kaaselainan S, et al. Unpublished data.



COVID-19: Impact on staff
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• Greater workload with reduced resources
• Moral distress
• Public scrutiny
• Communication breakdown
• Lack of appropriate PPE
• Feelings of frustration, fear, anxiety and 

even anger
• Having to cope with own grief and self 

care
• Calls for a need for more education and 

training about a palliative approach to 
care



Palliative care medication shortages

• Need more reliable 
and predictable 
palliative 
medication supplies 
and supply chains

• Legislation needed 
to reduce wastage
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Pereira J, Arya A, Downar J, Rice P, MacDonald S, 
Osborne E,  Kanji S, Sauls R. Shortages Of Palliative 
Care Medications In Canada During The Covid-19 
Pandemic: Gambling With Suffering. Healthcare 
Quarterly (in press)



Clinical guidelines and protocols

• Useful
But…..

• Will need reviewing as we learn more
• May need to unlearn protocols designed for 

pandemic situation but not optimal ordinarily 
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The “PPE in the 
Home” Saga
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Education

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

• Undergraduate
o UG: Reduced clinical exposure to palliative care

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

• CPD
o Many courses and programs cancelled
o Pivoting to virtual learning 
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LEAP Online Self-Learning Modules
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Highest number of monthly LEAP 

learners( November 2019): 1,649

Highest number of ‘free online’ 

learners( April 2020): 6,190+

Launched March 31, 2020



What has informed 
this presentation?

• Pallium COVID-19 webinars
o Intentionally designed for 

insights from across the 
country
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Pallium COVID -19Webinars Date

PPE in the Home April 3

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

April 8

Managing Dyspnea in Patients with COVID-19 April 14

Shortage of Palliative Medications During COVID: Options April 15

Reorganizing Palliative Care Services during the COVID-19 Pandemic April 17 – 12pm

Palliative Approach to Care in the Coronavirus Pandemic April 17 – 5pm

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

April 22

Palliative Approach to Care in Long-Term Care during COVID-19 April 27

Providing Virtual Palliative Care May 8

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

May 13

The Psychological Impact of COVID on Health Care Professionals May 29

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

June 4

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

June 5

Palliative Care in the Home: Lessons From COVID June 15

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

June 23

Trauma Informed Palliative Care July 10

Shortage of Palliative Care Medications during COVID-19 – Part 2 July 29

Exploring Trauma Informed Palliative Care for Populations Experiencing 
Structural Vulnerability

August 14

Clinical Protocols: What Real Cases Have Taught Us August 27

=   15,000+
*as of August 31st, 2020



The lighter side

(#)



Part 2
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Unpacking what happened2



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
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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
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Early Palliative Care: An unintended victim?
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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)
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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
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Lessons learned
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“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.”



Zoom cannot see 
everything

31



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



• 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
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Part 3
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From reflection to action3



Status of palliative care across 
most Canadian province

2000

2022

Future?

• 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



From the Triple to the Quadruple Aim

Improved 
patient 

experience

Better 
health 

outcomes

Lower 
healthcare 

costs

Improved 
care 

provider 
experience

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



Going from Good to Great.

Evolution or Disruption?

Additional fixes or total reorganization?
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Halifax Oct 2014: The start of a disruption or 
evolution?
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Redesigning the 
system

Paramedics providing 
palliative care



LEAP Paramedics: Evidence of Impact at Level 4 in 
Alberta 

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



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

Consultation 
Model

Shared Care 
Model

Take-over
Model

Pereira J et al. EAPC 2014



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

• 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 

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.



Systems thinking, complexity & a long term vision

de Savigny D, Adam T. 2009. Systems 
Thinking for Health Systems 

Strengthening. Alliance for Health Policy 
and Systems Research, World Health 

Organization



Systems thinking, complexity & a long term vision



Reaching the Tipping Point and Overcoming the 
Chasm

Everett Rogers. 
Diffusion of 
Innovation. 



Frances Westley
Brenda Zimmerman
Michael Quinn Patton

“This book is not for heroes or saints or 
perfectionists.
This book is for flawed people (and we 
are all flawed in one way or another) 
who are not happy with the way things 
are and would like to make a 
difference”
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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 The right 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. 
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Roger Martin
Professor Emeritus, 

Rotman School of Management, University of Toronto.

“A Plan is Not a Strategy”



Part 4
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Priorities for a reset4



Palliative care early and across cancer and non-
cancer illnesses



A public health 
approach & public 
health model

Stjernsward J, Foley K, Ferris F. The Public 
Health Strategy for Palliative Care. J Pain 

Sympt Manage 2007;33(5):486-493



Need specialist- and primary-level palliative care

Primary palliative care

Healthcare professionals with core 

palliative care skills.....

The Palliative Care Approach.

Palliative Care is 

everyone's business!
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Palliative care needed across all specialty areas:
Impact of palliative care on healthcare use across disease groups

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

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.”
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It is possible

(#)

Association of 
Family Health 
Teams of Ontario 
AFHTO





• 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.



Reduced relative risk of an 
emergency department visit 
in the last two weeks of life 

(exposed vs unexposed 
patients) for patients cared by 

community palliative care 
teams



The INTEGRATE Project: 
4 FHTs & 4 Cancer Centres in Ontario, 1 GMF & 1 Cancer 
Centre in Quebec

62



INTEGRATE 
PROJECT

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

• 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.
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People Who Say It Cannot Be Done Should Not Interrupt 
Those Who Are Doing It

64



Opportunity for Total Reorganization 

• Supporting and engaging primary care & other 
specialties

• Ownership of primary-level palliative care (the 

palliative care approach)

o Across settings

o Across specialty areas

o Across professions (especially physicians)
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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
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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.



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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Models

• Model 1: External specialist EOL model

• Model 2: In-house EOL care

• Model 3: In-house capacity building 
within a palliative care approach

• Model 4: In-house capacity building 
with external support from palliative 
care specialists

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.



(#)

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.

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.



The role of virtual learning and teaching vs 
traditional classroom learning

• Virtual learning is not a panacea
• Harnessing its strengths, 

mitigating its limitations and 
avoiding its pitfalls

• Need to find the right tool for the 
job
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Collaborate rather than duplicate

75

“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(S1)







Conclusion

80

Questions & Comments 



• 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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