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Collect and report 
better data, 

including data on 
prevention 



Overview 

• The basics: Tuberculosis recording & 
reporting 

• Monitoring & Evaluation of childhood TB 
within National TB programs 

• Key challenges and needs for Monitoring 
and Evaluation of Childhood (DR-) TB 

• Conclusions 

 



Importance of monitoring & 
evaluation 

Changing burden 
of disease 

Control Program 

Reliable disease 
estimates 

Program performance / 
Quality of services 

Planning / rational use of resources 
 (drugs, hospital beds, staff, …) 

Assessing  
progress 

Identifying and targeting 
vulnerable groups 

New emerging 
challenges 

Accountability / 
Transparency 

Advocacy / Policy 
development 



Revised WHO definitions and reporting 
framework for tuberculosis (2013) 

• Recording and reporting of WHO-approved rapid diagnostics 
such as Xpert MTB/RIF globally  

• less judgemental language:  terms “defaulter” and “TB 
suspect” replaced by “lost to follow-up” and “presumptive TB 

• treatment outcome definitions of “cured” and “treatment 
failed” in MDR-TB simplified 

 



WHO 2013: Revised forms, registers 
and reports 



Patients with 
DR-TB detected 
after initiation 

of 1st line Tx 



The Tuberculosis register 



Second-line TB treatment register 



Quarterly report on TB case 
registration in the BMU 



Combined annual treatment outcomes 
report for basic TB and for RR-TB/MDR-TB  



Evaluating Childhood Tuberculosis in  
National Tuberculosis Programs 

Example:  
Kazakhstan TB Program review 2012 (E. Kurbatova) 

TB Monitoring & Evaluation 









Key challenges for Monitoring and 
Evaluation of Childhood (DR-) TB 

 
• Childhood TB underdiagnosed and under-

reported 

• Currently no consistent methods for estimating 
the burden of childhood TB 

• Case definitions are inconsistently used 

• Lack of program indicators for childhood TB 
management 

• Poor monitoring and evaluation of infection 
control / preventive therapy 



• Objective: To assess the completeness and accuracy of electronic 
recording of drug-resistant tuberculosis (DRTB) in children in Cape 
Town. 

• Methods: Retrospective cohort study on all children aged <15 years 
treated for DR-TB during 2012. Matching was performed between 
clinical data and an extracted data set from an electronic register 
for DR-TB. 

• Results: 77 children were identified clinically, of whom only 49 
(64%) were found. Only 4.4% of all entries were children. 

• Conclusion: Only two thirds of children clinically treated for DR-TB 
were recorded in the electronic register, suggesting under-
reporting. The prevalence of DR-TB in children was lower than 
expected, probably suggesting both, under-diagnosis and under-
recording of DR-TB in children. 

Public Health Action, 2013 



Notification data disaggregated by age 
(Data from a suburban setting in Cape Town, 2007 - 2009) 
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Notification data disaggregated by age (2) 
(Data from a country in Central Asia, 2009) 
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What is the true burden of pediatric tuberculosis? 

Source: WHO 



Proportion of children among notified new 
tuberculosis cases (all forms), 2011 
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Proportion of childhood TB vs. estimated TB incidence 
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Perspectives for preventing under-reporting / 
Improving childhood TB burden estimates 

• Case-based electronic R&R / analysis of age 
disaggregated data 

• More contact-tracing / integration of TB activities in 
maternal, new-born and child health services  

• Use of child contact registers for confirmed adult TB 
cases?? 

• Use of severe forms of tuberculosis in childhood (e.g. 
TBM) as indicator diseases??  (Peter Donald) 

• Inclusion of children in TB prevalence surveys 



Case definitions for childhood TB 

• Programmatic vs. clinical vs. research? 

• Inconsistencies (Example: intra-thoracic lymph node disease) 

• Confirmation of /certainty about latent 
infection or disease? Available diagnostic tools? 

• Site and severity of disease 

• Standardization needed  

 

 



• Consistent terminology for exposure, drug-resistance 
testing, re-treatment categories,  certainty of 
diagnosis, site and severity of disease, treatment 
outcomes, etc. 

The Sentinel Project on Pediatric Drug-Resistant Tuberculosis 



There are currently no tools to implement and 
effectively monitor infection control and preventive 

therapy in children exposed to tuberculosis. 



• Review of routinely collected data in Cape Town 20: a total of 1094 adult TB 
case folders were reviewed. From all identified contacts, 149 children should 
have received IPT based on local guidelines; in only 2/149 IPT was initiated. 

(BMC Public Health. 2011) 

• Of 180 children who received preventive chemotherapy in a suburban 
setting in Cape Town, 36/180 (20%) completed at least 5 months of 
unsupervised INH mono-therapy.  



Need for simple program indicators 
for childhood TB 

• Number of TB patients diagnosed (with or 
without DR-TB) with household contacts <5yrs 

• Number of contacts screened/provided with 
preventive therapy? 

• Preventive therapy treatment completion rates 

• Number of children diagnosed with (DR-) TB 

• Spectrum of disease as opposed to pulmonary / 
extrapulmonary? 

 

 

 



Conclusions 

• Monitoring & evaluation forms a cornerstone 
of effective TB control 

• Need for increased efforts to assess the 
burden of tuberculosis in children 

• Monitoring of TB exposure and provision of 
preventive therapy is a key priority 

• Need for simple program indicators and 
measures for childhood TB 



Keep the balance! 

Collect additional data for 
adequate M & E of 

childhood tuberculosis 
Prevent “overloading and 

overcomplicating” of 
routine data systems 



Thanks! 
 
 

Contact: Florian.Marx@charite.de 


