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The burden of suffering from TB 
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Overview

The “TB journey” as gross simplification
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Cured!? Post-Tuberculosis Lung Disease

The context – often poverty

TB and stigma

Consequences, final thoughts



The “TB journey”   
(from coughing to cure)
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The TB journey (gross simplification)

Subtitle

Symptoms                      Realisation that action          Going to provider            Receiving the                  Starting
is needed                                                                    diagnosis of TB               TB treatment

Thanks go to Meike Zuske for the graphics.

Cure

Clinic setting: 20/2055 (1.0%) were CU+
14 of the 20 (70%) reported no symptoms

Community setting: 58/10’320 were CU+
45 of the 58 (78%) reported no symptoms
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TB but no symptoms: findings from TB prevalence surveys

Findings from 23 national and 5 subnational surveys (conducted in 23 countries 
across Africa and Asia): 
Between 36.1% and 79.7% of prevalent bacteriologically confirmed TB was 
subclinical. Median: 50.4%



DALY (some numbers)
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The top ten global causes of disability-adjusted life years 
(DALYs) in 2019

Source: 
https://www.who.int/data/gho/data/themes/mortality-and-global-health-estimates

Post-tuberculosis not considered!!

https://www.who.int/data/gho/data/themes/mortality-and-global-health-estimates
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The top ten causes of DALY, 2019

Source: 
https://www.who.int/data/gho/data/themes/mortality-and-global-health-estimates

A) The Philippines B) South Africa

https://www.who.int/data/gho/data/themes/mortality-and-global-health-estimates


“Cured”! Cured?
Post-Tuberculosis Lung Disease
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The First International Post-Tuberculosis Symposium
(Stellenbosch, South Africa), July 2019
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The importance of extra-pulmonary consequences and
progressive impairment throughout the life-course was identified, 
including TB recurrence and increased mortality.

“When we started tuberculosis treatment, 
no-one told us that it would never leave us”.

Main findings of the meeting

Patient advocates emphasised the need to address 
the psychological and social impacts post-TB.
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Data from ten studies, reporting on 40’781 individuals and 6922 deaths.

The pooled standardised mortality ratio for all-cause mortality among people 
with TB, compared with the control group, was 2·91 (95% CI 2·21–3·84).

When restricted to people with confirmed treatment completion or cure, the 
pooled standardised mortality ratio was 3·76 (95% CI 3·04–4·66).
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These findings (almost triple mortality) remained consistent when the
data was stratified by tuberculosis type, country income category, 
patient demographic factors, and co-infection of HIV.

People treated for TB are at high risk of premature death after treatment. 
These individuals frequently have negative health effects after treatment, in 
addition to lower socioeconomic status and more comorbidities than the 
general population.
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• Systematic review of TB-related disabilities. 
• Proportions of common types of disabilities by country income level created.
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Main findings, overall and by income level (I)
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Re-visiting DALY calculations

• Globally, we estimated 122 million DALYs due to incident TB disease in 2019, 
with 58 million DALYs attributed to post-tuberculosis sequelae, 47% of the total 
burden estimate. 

• The burden of post-tuberculosis was spread over the remaining lifetime of 
TB survivors, with almost a third of total DALYs (28%) accruing 15 or more years
after incident tuberculosis.



The context for many people 
with TB
Let’s face it
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Visit to a TB survivor in an urban poor area of Manila
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Here a video of the paths in the slum going to the 
TB survivor would come. 
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queQuestion 1:
We met a long time ago, in 2008. You did not feel
well then. What were your symptoms? 

The following slides contained videos, 
presenting an interview with the TB survivor. 
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queQuestion 2:
So how was the treatment, what were the effects on your work? 

queQuestion 3:
Now we are in the years 2023. So how do you feel now?

-



Stigma and TB
TB - a severe «emotional challenge»
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Stigma – what is it?

Self-perceived stigma

Enacted stigma

Courtesy stigma

“My life is collapsed completely. I am the only earning member
in our family. I have been forced to send my wife to work in 
the rice mill. I feel bad for that.”                     Bangladeshi male

Often connected to the severe emotional distress. 

“When I became sick, my mother-in-law and husband told me 
that they would not keep me there. They said I had to go to 
my father’s home. They told me that I had a dangerous disease.”                              

Bangladeshi female

The quotes are from the TB gender study Swiss TPH did for TDR/WHO.
Weiss, MG, Auer C, Somma DB, Abouihia A. Gender and tuberculosis: 
Cross-site analysis and implications of a multi-country study in Bangladesh, 
India, Malawi, and Colombia (2006). WHO/TDR SEB Report Series, Number 3.

(See also the special section in Int J Tuberc Lung Dis of July 2008 on TB and gender.) 
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Stigma – what is it? Self-perceived stigma

Enacted stigma

Carry-over stigma experienced 
due to connection (e.g. familial 
ties) with a stigmatised person.

Often connected to the severe emotional distress. 

Courtesy stigma

% of respondents’ indication to 
keep it a secret if a family member 
has TB (approx. 17% to 75%)

Findings from 13 countries 

Rood et al, Int J Tuberc Lung Dis Suppl. 11-2017



Part 6: Consequences, final 
thoughts
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TARGETS: postponed, postponed, postponed again! 

70% case detection rate and 85% treatment success rate: 2000  2005

Reduce by 2015 the TB prevalence and death rates by 50% relative to 1990

0% households with catastrophic cost: 2020  2025

42%                       47%
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TARGETS: postponed, postponed, postponed again! (II) 

The UN Political Declaration on TB’s targets for UN member states to achieve by 2022: 

PROVIDE TB PREVENTIVE THERAPY FOR AT LEAST 
30 MILLION PEOPLE 

Our 2022 targets: mostly not reached
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Why have we failed for the last 25 years?
Benatar & Upshur (2010) suggest that is a «failure of how human society is 
structured and functions rather than failures of medical practice»
«We can either begin to gear ourselves now towards the mind-set required to 
face the challenge of alleviating poverty and improving health, or we can 
‘continue with business as usual’» International J Tuberc Lung Dis 14(10), 2010

«One reason that millions of people affected by tuberculosis are left behind is 
an absence of coordinated, international action to combat poverty and inequality.»

Wingfield and colleagues in The Lancet, 24 March 2018 

After more than two decades of work with urban poor 
communities of Callao, Peru, to generate evidence on the 
feasibility, acceptability, and impact of socio-economic support 
for people affected by tuberculosis.
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Engage world-leading experts on poverty and 
poverty alleviation in the TB community!

We know the importance of poverty; but are we acting accordingly? 

Fight for a more equitable world, a more just world!

Abhijit Banerjee and Esther Duflo
Nobel prize laureates in 2019

Let’s get realistic: people with TB need more than 6 months of pills! 

Ultimately a spiritual issue. «The undoubted pains were offset by increases in the 
extent to which respondents had been able to discover and share the capacity to 
care for each other in difficult times », the 10th World Happiness Report found.

The Guardian, 20 March 2023

Medical care and comprehensive support for at least two years. 
(People with HIV get lifelong support!)



Thank you for your attention
Christian Auer, Swiss TPH; <christian.auer@swisstph.ch>

With thanks to: 

Xavier Bosch-Capblanch (discussions, inspiration, sounding board, feedback to an earlier version of these slides)

Davide Cirrincione (preparing the videos)
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