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W h a t  i s  b i r t h  d e fe c t  ( B D )  s u r ve i l l a n c e ?

What is BD surveillance? What does this mean?

Ongoing, systematic collection, 
analysis, and interpretation of 
health data on BDs.

- Estimates prevalence of BDs
- Monitors trends
- Identifies clusters

Identifies risk factors

To inform prevention and 
healthcare policies

Keeping careful records of babies born with BDs and 
making sense of the information

- How often are babies born with BDs in a specific 
population?

- How do numbers change over time?
- Are BDs more/less common in certain areas/ 

populations/ circumstances?

Under which circumstances are BDs more likely?
What might be causing the BDs?

The information should be used to decide:
- Which programs or guidelines to put in place to 

detect, manage or prevent the BDs.



W h a t  i s  “ p re va l e n c e ”  o f  B D s ?

Prevalence (also sometimes called “rate”) of a particular BD = number of babies born 
with that BD out of the total number of babies in the population you’re looking at.

What’s the difference between “number” and “prevalence” of BDs?

3 BD cases

Is it a lot?
Is it a little?

3 BD cases
out of 10 

births

3 BD cases
out of 100 births

Often expressed as number of BDs per 1000 babies born
E.g. “7 per 1000 liveborn babies have major BDs identifiable on surface exam in the WC”  



The most significant part of a public health surveillance program is how the 
data collected will be used to promote the health of the population.

W hy  i s  B D  s u r ve i l l a n c e  i m p o r t a nt ?

In South Africa, BDs are vastly under-reported



W hy  i s  B D  s u r ve i l l a n c e  i m p o r t a nt ?

For example:

What can we learn 
from BD surveillance?

How many babies are 
born with specific BDs, 
and where? 

What is needed to care 
for these babies?
e.g.
- More staff, services 

and budget needed?
- Establish referral 

pathways
- Inform training for 

nurses and doctors

How can this impact the 
health of the population?

Improved care and 
management for babies with 
BDs



W hy  i s  B D  s u r ve i l l a n c e  i m p o r t a nt ?

For example:

What can we learn 
from BD surveillance?

Is the prevalence of 
specific BDs higher when 
pregnant women take a 
particular medication? 

Detects medications that 
might be increasing the 
risk of BDs.

How can this impact the 
health of the population?

Amend guidelines for safer 
use of products in pregnancy  
– helps reduce number of 
babies born with this BD



W hy  i s  B D  s u r ve i l l a n c e  i m p o r t a nt ?

For example:

What can we learn 
from BD surveillance?

How can this impact the 
health of the population?

NTDs were noted to be 
increased in women with 
folic acid deficiency.

- Add folic acid to staple 
foods

- Update pregnancy care 
guidelines

- Give folic acid 
supplements in 
pregnancy.

Ongoing BD surveillance can 
help monitor the response 
to the intervention: Were 
babies born less often with 
NTDs after the interventions 
were put in place?

Fewer babies born with NTDs



W hy  i s  B D  s u r ve i l l a n c e  i m p o r t a nt ?

For example:

What can we learn 
from BD surveillance?

How can this impact the 
health of the population?

Are BDs much higher in 
areas where population 
is exposed to 
environmental toxins 
e.g. Mining chemicals

Interventions can be put in 
place to improve safety of 
communities

Detects 
environmental 
toxins that might 
be causing the 
BDs



Ty p e s  o f  b i r t h  d e fe c t  s u r ve i l l a n c e  sy s t e m s

Population 
coverage

Population-based

Monitors all births occurring 
in a specific geographical 
area.
Truer estimate of prevalence 
within that population.

Hospital-based

Focuses on detecting BDs 
only at selected hospitals 
or facilities.
Easier to set up.
May not be representative 
of the entire population.



Ty p e s  o f  b i r t h  d e fe c t  s u r ve i l l a n c e  sy s t e m s

Method of case 
detection

Active case-finding

Systematic screening of 
babies/children.

Actively looking for the 
problem.

Passive case-finding

Affected individuals are 
identified when they access 
health services.

Reporting the problem 
when it’s encountered.



O p t i m i s i n g d a t a  q u a l i t y

How do we optimise BD data quality?

BD surveillance is only as good as the quality of data collected!



O p t i m i s i n g d a t a  q u a l i t y Health staff training on BDs

Foot can gently be stretched into a 
normal position. 
Will self correct with time.
Does not need referral.

Fixed, abnormal position.
Foot cannot be gently stretched 
into correct position.
Needs referral.

Clubfoot Positional deformityvs

Not a Birth DefectMajor birth defect



Give detailed description of polydactyly
- Fingers or toes
- Both sides or one side only
- Pre- or post-axial (thumb side or baby finger side)
- Bone or no bone

Just a skin tag, with no boneEntire additional finger/s, with a bone

OR

Major birth defect Minor birth defect

O p t i m i s i n g d a t a  q u a l i t y Health staff training on BDs

Polydactyly



O p t i m i s i n g d a t a  q u a l i t y Health staff training on BDs

Multiple minor BDs might indicate an underlying syndrome, which is a major BD.

https://commons.wikimedia.org/wiki/File:InfantWithNoonan2.jpg

Short neck
Low-set, externally-rotated ears
Small chin

E.g. 
Minor birth defects

…in a baby with Noonan’s 
Syndrome

Major birth defect

Suspect syndrome especially if >2 minor anomalies



O p t i m i s i n g d a t a  q u a l i t y

Health staff training on 
newborn surface examination

• Always do thorough surface examination

• In liveborn and stillborn (SB) babies 
(prevalence of BDs is higher in SBs). 
Major BDs are sometimes identifiable, 
even in macerated stillbirths (MSB’s).

• Complete tick-chart in MCR



O p t i m i s i n g d a t a  q u a l i t y

Health staff training on good exposure history

• Take a good medical history of 
maternal conditions, medical 
exposures (medicines, vaccines, 
OTC and traditional remedies) and 
other risk factors (e.g. drugs, 
alcohol)

• Refer and follow up diagnosis and 
record

• Record diagnostic tests
eg. Chromosomal tests, xrays

- Assists with identifying risk factors



Re s o u rc e s  fo r  B D  d e t e c t i o n

Information on health products that may increase the risk of BDs:

SAMF Medicines Information Centre



Re s o u rc e s  fo r  B D  d e t e c t i o n

Ultrasound assessment:

In-utero identification of major birth defects
Optimal if done at 20-23 weeks gestation, but can be detected earlier/later.



Re s o u rc e s  fo r  B D  d e t e c t i o n

Module 10 of Knowledge Hub: Introduction to Genetics



Re s o u rc e s  fo r  B D  d e t e c t i o n

• Training on surface examination of new/still-born, birth defect detection and 
management

www.ubomibuhle.org.za

http://www.ubomibuhle.org.za/


Re s o u rc e s  fo r  B D  d e t e c t i o n

• Global Birth Defects App – basic version
• Training module: www.ubomibuhle.org.za
• Download app: https://globalbirthdefects.tghn.org/

http://www.ubomibuhle.org.za/
https://globalbirthdefects.tghn.org/


N o t i f i c a t i o n  o f  m a j o r  B D s  t o  N D O H

• Major BDs are a 
notifiable condition

• Notification form 
available in MCR

• Notify, even if only 
suspected

• Notify in liveborn 
and stillborn babies



I n  c l o s i n g . . . p l e a s e  re m e m b e r …

YOU play a very important role in:

- Identifying mothers at high risk for having babies with BDs and 
contributing to prevention

- identifying and notifying babies with birth defects

- Referring babies with BDs for specialist care

- Supporting families that are affected by babies born with BDs



Thank you!


