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Objectives 
• Diversity of South Asian Populations 
• Interface of Culture and Health  
• Medical and Social Experiences across continuum 

of Care (CKD to EOL care) 
• Discussions, Decisions, and Clinical Refocus 
• Strengths, Successes, and Opportunities 





Who are South Asians? 
• Migrants from India, Pakistan, 

Bangladesh, Sri Lanka, Nepal, Afghanistan, 
Bhutan and Maldives  

• Secondary Immigrants from UK, East 
Africa, South Africa, Caribbean, Middle 
east, Fiji.. 

• Religions: Hindu, Sikh, Islam, Christians, 
Buddhist, Parsee, Jain, Humanist values 

• Rising proportion SA of the population in 
big Canadian cities 



Diversity within SA populations  
• Immigration and Settlement Histories  
• Education 
• Languages  
• Religion 



• Culture 
• Values and Beliefs 
• Generational Change 

• Rural vs. Urban  

Diversity within SA populations  



Why is this socially relevant? 









Choice of Modality SA (UK data) 

Nephrology Dialysis Transplantation, Volume 24, Issue 12, December 2009, Pages 3774–
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Social Deprivation in SA patients 
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SA patients Survival on HD (UKRR data)  







SA patients in Surrey (Data from 2017) 
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Evidence in SA Renal patients 
• Higher incidence of Diabetic Nephropathy 
• Faster progression to ESKD 
• Better Survival on Dialysis 
• Lower uptake of Home or independent Dialysis 
• Low rates of Cadaveric and LKD transplants 
• Higher risk of CV complications after Tx 
• Poor experience of Healthcare 



Late 
presentation:  

Adjustment to 
chronic 
disease:  

Participation in 
key decision 

making:  

• New Immigrants, 
Awareness,  

• Access,  
• Psycho-social 

factors  
• Racism 

 

• Engagement 
(language/culture/belief
s) 

• Faster progression of 
disease 

• Undiagnosed depression  
• Family/community 

pressures 

• Modality,  
• Advanced Care 

Planning,  
• Access to Cadaveric 

Tx (Blood Type 
matching) 

• Living Donor 
Transplant 

What are our challenges? 



Patient experience of Renal Care SA  
(Semi-Structured Interviews ) 

 
 

 
 

• Acceptable care: “When I said no to PD, the nurse started questioning why? OK I did not 
understand about PD first but, then she was so upset with me? PD was the best thing for me…” “I 
wish they let me talk to somebody in the same situation”   

• On Dialysis modality: “I want my doctors to still tell me what is best option for me…How will I 
know?” I don’t understand why they put such a big decision on me, I have never made decisions” 

• Lack of relationship with HCP: “I feel they brush me off sometimes…I see nurses giggling and 
talking to other people” Everyone is very nice but I feel I get treated differently…I have accepted this 
now” “Language matters but its not the only thing, I have English speaking friends” 

• Communication: “I don’t always understand why they make changes to my medication?...They 
never stop, just add more…I just say OK because I don’t want to look stupid in front of my doctor!!” 

• Cultural Sensitivity: “They don’t realize that I am just different…they think my cultural practices 
are backward and behind times.. One time a nurse told me that Arab people have more body 
pain…she told me its in my culture to complain of pain and that it was nothing serious” “One time a 
dietician said to me after my transplant, Oh I thought your people have to be vegetarian”  
 
 
 
 



What currently works? (from Literature) 
• Role Models 
• Family support model  
• Community Engagement 
• Cultural Sensitivity: Trust building and relationship with clinical 

care providers 
• Social Media: You Tube, Social media to inform, educate 

communities 
• Culturally Appropriate education 

 
 



What should be our approach? 
• Understand risk profile of SA 

patients 
• Raise awareness of specific 

needs of SA patients 
•  Engage and involve SA patients 

and community leaders 
• Collect and examine ethnicity 

Data 
• Research on gaps, inequities in 

healthcare of SA patients 
 

Discussion point: 
Is it time to create a strategic 
framework to address “system level” 
factors to reduce ethnic and racial 
health disparities? 



Transcending Bollywood: ACP in South Asian Populations  



What’s the Problem ? 
• ACP Principles rooted in Western Ethical models 

– Patient autonomy 
– Informed decision making 
– Truth Telling 
– Control over the dying process 
– Non Maleficence 

• Heterogeneity across Cultures, generations and outlooks 
• Language 
• Cultural Norms 
• Beliefs 
• Limited Literature 



Scant Literature 



Biondo et al (Calgary) 
• Objective: 

– Explore perspectives of SA community members towards ACP 
– Gain a better understanding of barriers and facilitators to participating in ACP 

from the perspective of individuals who identify themselves as SA 
– Determine ways in which members of that community would want to engage 

in ACP 
• Design: 

– U of C PaCER program (Patient and Community Engagement) 
– Focus group interviews in Calgary  - 57 self identified members of the SA 

community, followed by family interviews, then play back to community 

 



Biondo et al - Design 



Sharing of stories 



Focus Group Learnings 
• Importance of Language 

– No literal translation of ACP 
– Difficult time understanding the meaning of ACP 
– Notion of planning ahead for future decision making foreign 
– Little shared historical or health service contexts familiar to 

participants to draw on 
– The importance of story telling 
 

• Different understandings of ACP 

 



Focus Group Learnings 
• Power differentials 

– Oldest male 
– Naturally understood, and a cultural norm 
– Doctors authority 
– Community social status 

 





Themes from Interviews with families 

• Introduction of foreign ideas 
• Cultural Norms 

– “ When anyone in the family is faced with a difficult situation, 
everyone intuitively knows what their role is and what to do, and then 
right decisions are just made without planning ahead” 

– Planning as not being necessary because of close family ties, 
predefined roles within the family and trust in shared decision making 
as a family.  



Avoidance 
Cultural Norm and Protection 

• Don’t talk about that 
 

 
 



• Avoidances as a cultural norm 
• Avoidance as protection  

 



God’s will 



Themes more evident in SA 
• Faith and coping 

– Illness and suffering viewed as gods will and a test of faith 
– Struggle to reconcile present suffering with the promise of 

a good afterlife 
– God’s approval sought through positive thinking and 

actions 
– Despair and anger seen as spiritual deficits and emotional 

problems difficult to acknowledge openly  



Too busy with life 



Wealth vs Health 



Learnings from Community fora 

• “Got it” 
• Consolidation around sharing of experiences 
• Community Capacity 



Community Recommendations 
• Recognize and build on community capacity 
• Inform the community through forums and seminars 
• Involve religious leaders in ACP discussions 
• Include family members in conversations 
• Respect cultural norms 

– An Asset and facilitator rather than a liability and barrier 

• Encourage MDs to initiate discussions 
• Translation of Material 
 



Recommendations from BC Cancer 



• Avoidances as a cultural norm 
• Avoidance as protection  

 



Thank You 

Discussion 
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