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Social dimensions of DRTB
Social, political, historical and legal determinants of DRTB
Inequities and intersectionalities in DRTB
Notions and framings of resistance - illness, infection vs disease
Paradigms of and assumptions about care and caregiving
Access and other issues in prevention, diagnosis, treatment, infection control, care
(Differential) needs and priorities of affected people and ‘at-risk’ communities 
Funding, research and policy priorities and agendas in TB and DRTB
Key stakeholders and accountability
Counter narratives
…
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Social dimensions of DRTB
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STIGMA
(INEQUITY)

CHRONICITY

COMMUNITY
INCLUSION



DRTB is highly stigmatized
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38 t Nine Lives: Women and Tuberculosis in India

“They tell me that they can’t tell 
their in-laws that they have TB. 
They have to hide the fact that they 
are taking the treatment, they’ll 
take all the medicines at night 
when everyone else is sleeping, the 
husband wants divorce, they are 
thrown out of their houses, they are 
kept away from their children. Just 
because they have TB.”

There was just this sudden silence…no one came to 
my house... the first people who were supposed to 
support me left me. F

The mother of my children said so long as I am still on 
this pill, I should find myself another place... Go back 
to the hospital, you should not be with us. M

I see myself as failure… sometimes feel like now God 
has given me something that is beyond my power. F

[Only] once everyone had eaten and gone out for 
work… was I permitted to enter the hall or my room. F

PRAXIS Study (South Africa), Nine Lives (India), MSF Photovoice Study (India)



         

Stigma is multidimensional, intersectional and persistent
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ENACTED

ANTICIPATED

INTERNAL

KNCV USAID TB Stigma Measurement Guidance,  2017

         

Physical and social avoidance
Severed relations and supports
Disdain, name calling and 
disrespect

Fear of disclosing, speaking 
out or accessing care
Diminished agency
Social withdrawal

Shame and self-blame
Loss of worth, identify 
and belonging
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Physical and social avoidance
Severed relations and supports
Disdain, name calling and 
disrespect

Fear of disclosing, speaking 
out or accessing care
Diminished agency
Social withdrawal

Shame and self-blame
Loss of worth, identify 
and belonging
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Stigma has multilevel impacts 
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Compromised health seeking 
Inequitable and coercive care practices
Delayed diagnosis
Poor adherence and retention in care
Poor infection control practices
Disrupted relations and supports
Disrupted identity and quality of life 
Mental health …

HEIGHTENING
RISK OF RESISTANCE

 
…TO ANY TB DRUG



Beyond fear of TB, stigma is rooted in inequities facing TB 
affected communities and unjust policies and care practices
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People-centered innovations
Treatment education
Psychosocial counselling
Peer support

Health worker training and sensitization
Differentiated, mobile, family engaged care
Address to comorbidities
Community campaigns

Socioeconomic and legal protections
Funding / policy commitments

Stigma drivers Stigma interventions



Lessons learned from other programs

Infection control can be 
normalized and anonymized Heterogeneous community insights can 

be systematically included and prioritized 

Choice can be integrated into 
standardized treatment

Social, legal, mental 
health protections 
can be delivered via 

multisectoral actions

Recovery (non 
infectivity) can be 
emphasized 
alongside risk 
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(DR)TB may not be experienced as an acute illness
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A chronic framing may be especially relevant in DRTB
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Emerging drug resistance implies people 
affected by TB and DRTB will have repeated 
and/or prolonged encounters  with TB 

Loveday 2013; Daftary 2021



Patient priorities in DRTB should not be assumed
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  Efficacy

Injections

Pill burden

Side 
effects

Duration

WHO 2020
SURVIVOR PREFERENCES FOR THE 

IDEAL DRTB DRUG REGIMEN

SURVIVOR PERSPECTIVES ON SIDE EFFECTS OF 
DRTB DRUG REGIMENS

WHO 
consolidated 
guidelines on
tuberculosis
Module 4: Treatment

Drug-resistant 
tuberculosis treatment 

WHO 
consolidated 
guidelines on
tuberculosis
Module 4: Treatment

Drug-resistant 
tuberculosis treatment 



A way forward – community inclusion
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Nothing About us, Without us 

    D E T E R M I N A N T  I N F L U E N C E S  O N  T B  C A R E  A N D  C O N T R O L  

Amplifying the perspectives of TB champions and affected communities



Thank you

adaftary@yorku.ca
sshiftb.org
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