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I've said it before and I'll say it again, the amount of
I(, e and care | have for the humans in this group i1s
beyond words

Palliative care is about fighting injustice and caring for
eachother, and what incredible accomplices we have in
doing so.
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CANADIAN DEFINITION OF HOMELESSNESS

Living outside or in places not fit for human habitation;

Staying in temporary or emergency accommodations (e.g., emergency and transition shelters);

Living in accommodations without security of tenure (e.g.,‘couch surfing’ or staying with friends or
acquaintances); and

Living at risk of homelessness due to financial insecurity or other factors (e.g., intimate partner
violence, separation or divorce, etc.) that may compromise housing.

Gaetz, S, Barr, C; Friesen, A;; Harris, B; Hill, C.; Kovacs-Burns, K.; Pauly, B.; Pearce, B.; Turner, A.; Marsolais, A. (2012) Canadian Definition of Homelessness. Toronto: Canadian Observatory on Homelessness Press.
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235,000

Canadians experlence

homelessness



Ensure equitable approaches to palliative care, taking into account intersecting
vulnerabilities?

Intervene early enough to promote physical, emotional, social and
spiritual well-being so that people who are dying and their chosen family
can live the best quality of life up until the time they die?

can health

and social care

Prioritize what matters most as people are coming to the end of life?

Capitalize on the assets in our community and within our citizens to
support equity-oriented palliative approaches to care and allow people to
live in the community (if they wish) as they are dying?
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WHY HEALTH EQUITY?

Differences in the health of populations and mortality rates are largely due to social issues that are
systemic, patterned, unjust and actionable, as opposed to random or caused by those who become ill.

Health equity directs us to looking at how we can remove economic and social obstacles to health such
as poverty and discrimination so that everyone has a fair and just opportunity to be healthy.

Whitehead, M. (1992). The concepts and principles of equity in health. Health Promotion International, 6(3), 217-228.
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“Most definitions of palliative care ... do not make Death Is a Social Justice Issue

Perspectives on Equity-Informed
Palliative Care

Sheryl Reimer-Kirkbam, PLIE RN: Kelli Stajdubar. PHED. RN

explicit the additional attention needed to address

social and structural inequities that profoundly e
shape health, illness, and dying experiences for L
people who are made particularly vulnerable by a
constellation of sociopolitical, economic, cultural,
and historical forces.”

Reimer-Kirkham, Stajduhar, Pauly, et al. 2016
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EQUITY-ORIENTED PALLIATIVE CARE

Gives us a lens to look at who current palliative
care programs are working for and serving, and
who they are not

* Who are our current programs designed to
serve!

* Do our palliative care programs pay explicit
attention to equity and how!?

* Are we directing our resources to those with
the greatest need?

BC Centre for
Palliative Care
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SOCIAL AND STRUCTURAL DETERMINANTS OF HEALTH
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66
POWERLESSNESS IS MAKING US SICK.

- Anthony Iton, Unnatural Cause

Sustained imbalance in power can become reinforced in systems and structures that affect
decision making and resource allocation.

Those who lack power experience persistent and avoidable inequities in opportunity and
health.

. AV BC Centre for
. . © Palliative Approaches to Care in Aging and Community Health
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Palliative approaches to care for people experiencing structural
vulnerabilities

People impacted by structural
inequities such as inadequate
housing, racialization, classism,
stigmatization of substance use
and mental illness continue to

experience persistent health o
and health care inequities.

People who experience structural
vulnerability suffer from more
aging-related conditions than those
who are decades older, experience
“accelerated aging” relative to the
general population, and have

o disproportionately high rates of
cancer and other chronic illnesses.

People who experience structural

vulnerability who are also at EOL @
experience significant barriers
accessing care.
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TOO LITTLE,

TOO LATE:

Feal Project Report for the Fauitable Access to
Care Sty i Yictora, Beitish Colurbio

Kelk | Stajdubar, RN, PRD, FCAMS

Atley Molion, MA
oo behalf of the Equitatide Accens 1o Core Team

NOVEMSER 208
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https://palliativeapproaches.uvic.ca/reports/
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RESEARCH ARTICLE Open Access

“Just too busy living in the moment and L
surviving”: barriers to accessing health care

for structurally vulnerable populations at
end-of-ife

K L Staiduhar ‘@, A Mollson’, M. Giestrecht', R McNeit™, B Pauly™, §. Remer-Kirkham”, N. Dosani’, 8. Wallace®,
G. Showler”, C. Meagher”, K Kvakic™, D. Gleave’, T. Teal™, C. Rose’, C Showder' and K Rounds
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“We don’t see many of ‘these’ people.”
Our palliative care services are not designed
for populations of people facing inequities
People’s focus is on survival and immediate

needs; palliative care not really on the radar

Big silos in care in which people fall in
between — social services, health services,
mental health services, etc.

Stajduhar, K. I, Mollison, A., Giesbrecht, M., McNeil, R., Pauly, B., Reimer-Kirkham, S., Dosani, N., Wallace, B., Showler, G., Meagher, C., Kvakic, K., Gleave, D., Teal, T., Rose, C., Showler, C. & Rounds, K. (2019).
“Just too busy living in the moment and surviving”: barriers to accessing health care for structurally vulnerable populations at end-of-life. BMC Pdlliative Care, 18(1). https:/doi.org/10.1186/s12904-019-0396-7
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g f} Health & Place
. - Volume 53, September 2018, Pages 43-51
ELSEVIER

Health care services, including

Hospitals, clinics, and palliative care units:
palliative care, do not feel safe

Place-based experiences of formal healthcare

settings by people experiencing structural or welcoming for people and
vulnerability at the end-of-life their chosen supporters.

Melissa Giesbrecht* 2 =, Kelli |, Stajduhar * ® =, Ashley Mollison * &, Bernie Pauly® < =

Sheryl Reimer-Kirkham ¢ =, Ryan McNeil ¢ ¥ &, Bruce Wallace & 5, Nah ni' =,

Caelin Rose * =

Giesbrecht, M., Stajduhar, K. I., Mollison, A., Pauly, B., Reimer-Kirkham, S., McNeil, R., Wallace, B., Dosani, N. & Rose, C. (2018). Hospitals, clinics, and palliative care units: Place-based experiences of formal

healthcare settings by people experiencing structural vulnerability at the end-of-life. Health & Place, 53, 43-51. https://doi.org/10.1016/j.healthplace.2018.06.005
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Palliatie

: , dying”: An ethnographic exploration on
Supporuve . . . e ot

tare the potential of integrating a palliative
approach to care among workers in inner-
city settings

Published online by Cambridge University Press: 07 May 2020

* ldentification of people who could benefit from a palliative approach to care is complex

* Lack of knowledge and awareness of palliative approaches to care among community workers and tools
to support them in the community

* Questions related to who is eligible for palliative care services when everybody in the community is at
risk of dying

Stajduhar, K. I, Giesbrecht, M., Mollison, A. & d’Archangelo, M. (2020). “Everybody in this community is at risk of dying”: An ethnographic exploration on the potential of integrating a palliative approach to care

among workers in inner-city settings. Pdlliative and Supportive Care, 1-6. https://doi.org/10.1017/s1478951520000280
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Nolumme 3. lswe 7, Juely 2000, Pages M6-93)
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© Tr Aot 2030 Al e Ol journals Caregiving in the context of
Orignal Arict G068 inequities is fundamentally
Caregiving at the margins: An ethnographic o different than what we would
exploration of family carcgwers. experiences provu}mg care for consider in mainstream
structurally vulnerable populations at the end-of-life o

palliative care where we have
Kelli I Stajdubar () 2, Melissa Giesbrecht, Ashley Mollison®, Naheed Dosani®, and Ryan ‘ a9 . .
MeNeil family’ caregivers who heavily
support our work.

Background: People expenencing structural vulnerability (e.g. homelessness, poverty, racism,
criminalization of illicit drug use and mental health stigma) face significant barriers to accessing care at

Stajduhar, K. I, Giesbrecht, M., Mollison, A., Dosani, N. & McNeil, R. (2020). Caregiving at the margins: An ethnographic exploration of family caregivers experiences providing care for structurally vulnerable

populations at the end-of-life. Palliative Medicine, 34(7), 946—953. https://doi.org/10.1177/0269216320917875
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“Once you open that door, it’s a floodgate”: © The Auerts) 2022
Exploring work-related grief among community .»-«m

SRR PR (oM Ol pevmaLOng

service workers providing care for structurally 5500 0aines

Journal Lapepud com/home/pey

vulnerable populations at the end of life through gsace
participatory action research

Melissa Giesbrecht! ', Ashley Mollison', Kara Whitlock?
and Kelli | Stajduhar’? >

Grief experienced by community service workers (de facto family) is unrecognized,
invisible, and profound.

Giesbrecht, M., Mollison, A., Whitlock, K. & Stajduhar, K. 1. (2022). “Once you open that door, it’s a floodgate ”: Exploring work-related grief among community service workers providing care for structurally
vulnerable populations at the end of life through participatory action research. Palliative Medicine, 026921632211397. https://doi.org/10.1177/0269216322 1139727
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‘The beauty and the less beautiful’: exploring the
meanings of dying at ‘home’ among community and practitioner

representatives and advocates across Canada

Laura Funk () ', Marian Krawezyk () 2, Maria Cherba®, S. Robin Cohen () ¥, Carren l)ujrla“.
Camille Nichols®, and Kelli Stajduhar’

Background: Significant structural and normative pressures privilege the ideal of dying at home in
Canada. At the same time, the social complexities and meanings associated with dving in particulars
locations remain critically unexamined.

Objective: The aim of this study is to explore how diverse community members, including health and
social care stakeholders, talk about preferences for locations of dyving, with a particular focus on
meanings of dving at home

University | Institute on Aging and Lifelong Health,

of Victoria | Nursing

BMC PALLIATIVE CARE
JANUARY 2024

“YOU CAN'T DIE HERE™:

An exploration of the barriers to

dying-in-place for structurally
vulnerable populations

LU L STAOUNMAR, MELISSA GIESBRECHT, ASMLLY MOLLISON, KARA WHITLOCK

POTR BUREK FRASER BLACK. NLL GERKE, NAHEED DOSANL SIMON COLGAN

m University | institute on
= of Victorld | Nu







Equity in Palliative Approaches to
Care (ePAC) is a community
collaborative informed by a
research program led out of the
University of Victoria. Members of
the collaborative work together
to conduct research with local,
national and international
partners, and develop resources
and tools, programs, and services
aimed at improving access to
quality care for people facing the
end-of-life and who also face
iInequities like homelessness,
poverty, isolation, racism, and
stigma.
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01. Address barriers in formal health care
settings that prevent people from receiving
diagnosis, treatment, support, and care.

Palliative Outreach Resource Team (PORT)

BC Centre for
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¥ ePAC AU
My Advance Care My Advance Care Plan: ACP Tool

Plan User Guide

02. Integrate palliative approaches to
care where people experiencing
structural vulnerability live and die.

Adapted palliative
care tools and
resources

AV BC Centre for
?‘ Pa"iative Care © Palliative Approaches to Care in Aging and Community Health
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03. Support non-
traditional families (e.g.,
street family, inner city
workers) and include
them in decision-
making processes and

heart  cenftered

strategies. NewE— %

Inner-City i prra
ACti on Te am A collective response to death, dying,

and grief in the inner city

P BC Centre for
“ Palliative Care
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Improving Equity In
Access to Palliative Care

A Pan-Canadian Collaborative
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History teaches us that all sustainable change happens at the
grassroots level and then spreads out from there to create
further ripples of change.

Some of these ripples combine to create big waves; most trigger
countless small and unexpected impacts that overlap and
intersect in ways we'll never know the full importance of.

Cormac Russell and John McKnight
The Connected Community: Discovering the Health, Wealth, and Power of Neighborhoods
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Closing the health equity gap in palliative care:

The time for action is now

Keili Stajduhar' | and Merryn Gott?

I order 10 TTeevwe N one Dehund™ the Woridwice Mowpice
Pallative Care Allance™s 2021 campaign called for govern-
ments and policymakerns 1o priontiae eguty-focuned pall-
athew care and 10 tackie wtructural ineguites in end-of- e
esperience and Bereaverment. The campaign was reflec-
thee of 3 broader shift 50 adaress health eqguity driven by
the recogntion that, despte decades of research and
healh InServentions, varst giiparnities ewist in health oun-
Comes and healh care esperiences both between, and
wthin, countries. In her widely Cted Daper ON gty n
heakh, Whitehead®™ explans That health ineguities are
Ivoedabie and potentialy remedial afMterences » health
OUlooMes and 200ess 10 health care services That result
from et or Indivect Systematic diflerences Detween
£roups rooted in polincal, eCONOMIC, SOCial, and errviron-
mental ConADons. Health meguities e 250 sSruchural,
prodeced and repgroduced by the pOROes and practices of
heakh care and aligned aredn, such a3 socdl wellave, and
e Typecaby health ineguties are ASOussed i tlerms
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a5 the potential of research methodologies under-used
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Bsses tThat the fedd of paliative care faces i its efMorts 10
dose the health equity gap and the hard wmork regured 10
2ot there Indeed, the field of equity focused pallatwe
Care 5 0 its fancy. Modern day paliative Cane was devel-
oped 20 improve The quality of dying for those wah can-
Cer With Breater JDention pasd N recent years 10 OThers
with e - Srniting coNMions. Yet achknowiedgment of, and
ACTON Loward, 20dressng The social and soructurad Conds-
oS that prevent hgh quality palliative care for people
20Ng IneQuites &5 far kess prominent n The Inerature. As
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palkative care & uncomiorable, challenging wus 20 ety
our Dases, Culturdl lermes, and re-evalcate the lLasguage
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Stajduhar, K. & Gott, M. (2023). Closing the health equity gap in palliative care: The time for action is now. Palliative Medicine, 37(4), 424—425. https://doi.org/10.1177/0269216323 1164729

BC Centre for
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* Historically, hospice and palliative care
mostly originated outside the health care
establishment

* Palliative care has now (for the most part)
Final become part of the mainstream of health
care provision, an exemplar of best practice
in care of the dying, and now, an important
player in policy making

Reflections

* Entry into the ‘mainstream’ has been
significant, but not without problems and
perhaps some unanticipated consequences




* Over reliance on ‘specialty models’ — “specialized
palliative care is not the main way we should deal
with dying but it’s an important part”

* Creep of the biomedical model — enhanced emphasis
on better “pain and symptom management” perhaps
at the xpense of other important concerns

* Professionalization of the workforce and some
Final diminishment of social models of volunteerism

* Community ownership and conceptualizations of
death and dying — once considered a civic and social
responsibility has given way to all the trappings of
institutionalized, professionalized, medicalized and
“other-ized” systems of care

Reflections

* De-capacitating community to contribute to caring
for their own
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To what extent do these
developments compromise
the early ideals of Hospice
Palliative Care?

‘To what extent have these
developments given rise to
inequities in palliative care?




Final Reflections

e Somewhat

* We do not want to lose what we have gained —mainstreaming of palliative care
“hard won”

* Learn from our history
* Move forward in thoughtful ways

* Rethink of future directions:
* Renewal of emphasis on the social aspects of dying
" engaging our communities in what is important to them

= Consider the ocial determinants of health as THE critical intervention in the context of
caring for people who face inequities.



WSS

- Palliative care has much to offer, but we must attend to equity issues.
' And ‘how’ we do equity work is probably more important than ‘what’ we do.

© Palliative Approaches to Care in Aging and Community Health !
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Contact Us!

palliative_approaches@uvic.ca, kis@uvic.ca

palliativeapproaches.uvic.ca

IALH, University of Victoria

X (@access2care

YouTube @palliative_approaches

@0 »R00O00

Instagram @palliativeapproaches

@, Y BC Centre for
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