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Objectives
• understand some of the inequities which exist in racialized 

communities in access to & provision of palliative care in 
LTC

• understand cultural and religious values and how they 
may have a large impact on end-of-life decision making

• understand “futility” in medical ethics and the difficulties in 
applying this principle to patient care

• develop communication strategies which promote 
collaborative decision making and decrease bias
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Racial Disparities in  
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Racial Disparities in Palliative Care

• African Americans noted to resist the concept of 
hospice 

• Much more likely to receive aggressive care 

• half of white Medicare beneficiaries enrolled in hospice, 
less than a third of blacks 

• for those > 70 years, about 40% of whites have 
advanced directives, only about 16% of blacks

Varney, 2015
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Racism in  
Palliative Care

Shen et. al., 2019
Mack et. al., 2010

• “likely representative of a health disparity 
rather than a difference in preference for more 
aggressive EOL care”

• “disparities in communication may be a major 
underlying factor driving differences in care”
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» DNR/DNH much more likely if LTC 
resident spoke English/French 

» culture, race & ethnicity are 
important factors in resident & 
family decisions

Racial Gaps in  
Palliative Care in LTC

Tanuseputro et. al., 2019
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Racial Gaps in  
Palliative Care in LTC

DNR DNH

Tanuseputro et. al., 2019
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Racial Gaps in  
Palliative Care in LTC

“racial minorities disadvantaged when 
compared to their fellow white residents”

Reynolds, 2008
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Cultural Safety

“An 87 year old Chinese woman, 
who was dying of lung cancer, was 
served a pureed nacho casserole 4 
days before she died”
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Cultural Safety

» Cannot speak language
» Cannot communicate about health 

concerns
» Cannot engage in religious practices
» Do not want to eat unfamiliar food
» Cannot practice traditions/celebrations
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Colonialism, 
Capitalism & 
Oppression

graphic by Dr. Nanky Rai

Cultural Safety
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Cultural safety
» Racism in health care can occur at 

three levels: 
» Interpersonal- interactions 

between individuals 
» Systemic- production, control & 

access to resources in a society 
» Internalized- incorporation of 

racist attitudes, beliefs or 
ideologies into one’s worldview
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Cultural Safety
Let this be our united pursuit 
» Name it! 
» Do it….boldly! 
» Be Better!
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“ABCDE Tool”
• Attitudes                  disclosing prognosis, discussion of death/dying 

• Beliefs                      spiritual beliefs, meaning of death, miracles 

• Context                     historical & political context of their lives 

• Decision-making       patient centred or family/community centred 

• Environment              available resources- family, neighbourhood

Kawaga-Singer, M. et. al., 2001
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Non-Disclosure

Collective Decision Making

Futility

Decision Making Across Cultures
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Non-Disclosure
• 85 year old South Asian gentleman with 

advanced CHF with severe aortic stenosis, 
frailty, mild dementia 

• daughter very insistent that father is not told 
about the illness as he will “give up and die 
earlier” 

• daughter continues to tell father: “you will get 
better soon with hospital treatments”
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Non-disclosure
• Lung cancer= “illness involving the lungs” 

• Lung cancer metastatic to brain= “illness 
of the brain” 

• Chemotherapy= “you don’t have cancer 
yet, but if you are not treated, it may 
progress to a cancer"

Mizuno et. al. 2002
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Non-disclosure

Searight et. al., 2005

• may be viewed as serious or impolite 

• may provoke unnecessary depression or 
anxiety 

• may eliminate hope 

• speaking aloud about illness or death, even 
hypothetically, may make situation real 
because of the power of spoken word
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Non-disclosure

Chi et. al., 2018

• use another person’s EOL care experience as an 
example 

• frame the discussion as a standard question by policy 

• acknowledge cultural taboos and ask for consent 

• provide a longevity statement as a prompt or describe 
a longevity scenario 

• Work together to brainstorm and negotiate solutions
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Collective Decision Making
• A 79 year old Arabic-speaking lady with advanced 

pulmonary fibrosis and renal failure; worsening 
breathlessness and O2 requirements 

• Case conference with daughter (POA) to discuss symptom 
management and EOL concerns: 

• “I need to speak to other family members before 
agreeing to your suggestions” 

• “In our culture, people always talk to the family about 
serious matters”

Ruhnke, et. al. 2000
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Collective Decision Making

• “patient centred" decision making is not universal! 

• patient autonomy favoured in US, family-centric 
approach in Japan 

• Decision making may be a “family duty”

Ruhnke, et. al. 2000



31

Collective Decision Making
• “would you be more comfortable if I spoke 

with your (son, daughter, brother) alone, or 
would you like to be present?” 

• “do you prefer to make medical decisions 
about future tests or treatments for yourself, 
or would you prefer that someone else make 
them for you?”

Searight et. al., 2005
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Futility

Sokol, 2009

• 96 year old African Canadian gentleman with 
advanced dementia-  has 5 children including 2 
who are nurses 

• Children insistent their father “be kept alive 
forever,” want him to receive CPR and all life-
prolonging measures 

• Children often come to pray next to their father; 
patient has multiple visitors from members of 
the church
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Futility

Sokol, 2009

no specific definition, several subtypes: 

• Physiologic Futility: an intervention that is incapable of 
achieving the stated aim/goal 

• Quantitative Futility: when the likelihood or chance that 
a treatment will benefit a patient is exceedingly low 

• Qualitative Futility: when the quality of benefit is felt to 
be exceedingly low or to be outweighed by the costs
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• children to fight with 
all their strength to 
serve and “save” 
parents, regardless of 
the cost 

• fear of societal shame

Futility

Zhang et. al., 2015
Filial Piety
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Futility
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•family members may live for years with 
psychological after-effects & regrets of EOL 
decisions 

•is there a point where a patient “could be 
beyond suffering,” yet needs of caregiver 
are clinically & ethically significant? 

•could performing futile treatments show 
that we care about families & respect their 
individual needs?

Futility

Troug, 2010
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• What do you understand about what’s going on with ____?

• What are you hoping we can achieve for ____?

• If ____ could tell us, what do you think ____ would want to 
achieve?

• Of those things, what would be the most important?

• In what situations, if any, could you imagine ____ no longer 
wanting to live?

• Do you have any concerns about the care ____ is getting?

• Are there disagreements among family members?



A pandemic of racism
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Summary
• Racial gaps in care exist throughout 

healthcare, including in palliative care and LTC 

• many LTC patients or their family members 
speak primary language other than English 

• some cultures view directly informing patients 
of diagnosis as harmful
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• treatment decisions may be made by a 
family-wide consensus or physician-family 
collaboration 

• patients in some cultures, particularly those 
with a history of health care discrimination, 
may not trust physicians who are of a 
different ethnic background

Summary
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PATIENT-INSPIRED HEALTH CARE WITHOUT BOUNDARIES

INNOVATIVE HEALTH CARE DELIVERED WITH COMPASSION
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