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Introduction
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South Africa

South Africa has the highest reported FASD prevalence 

globally. The focus of this session will be on the 

diagnostic criteria and methodology used to do 5 FASD 

prevalence studies in different provinces and cultural 

groups. Challenges and lessons learnt will be shared, 
including recommendations on policy and service 

delivery. 

Learning Objectives:

1. Share and discuss the latest data on the 
dysmorphology of FASD in South Africa.

2. Gain an understanding of the different approaches to 

obtain prevalence data in South Africa.

3. Debate the challenges in terms of alcohol harm 

reduction, especially prenatal exposure, and the 
impact on policy and service delivery in South Africa.

References at end of presentation



The South African context
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AN OVERVIEW OF THE DIAGNOSIS AND 

PREVALENCE OF FASD IN SOUTH AFRICA

Ms Mandi Broodryk

Researcher / Research Unit 

Coordinator: FARR



How far we have come
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• FARR was established in 1997 and to conduct the first epidemiological studies in South Africa

• The IOM (1996) criteria were initially used, and the founder of FARR, Prof Denis Viljoen, 

participated in the publication of the Hoyme et al. updated clinical guideline in 2005.

• The study method underwent minor changes as additional sites were included

• Shortening the maternal interview

• Changing the Neurodevelopmental assessments to be more applicable for South Africa 

and to adhere to changing norms

• Maintaining the role of a gestalt

• Height and Weight, and/or OFC vs Height and/or Weight and/or OFC

• Future studies will align closer with the latest criteria, while maintaining the role of the gestalt 

(Viljoen 2018)

References at end of presentation



The path to Hoyme et al. 2016 as comparison
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• The dysmorphic characteristics described in the Hoyme et al. 2016 paper were established 

over 38 years

• Clarren & Smith, 1978 – based on 245 case reports

• Rosett, 1980 – based on clinical consensus

• Sokol & Clarren, 1989 – refinement of above

• Stratton, Howe & Battaglia, 1996 – further refinement

• Vague

• No definitions of exact clinical picture

• No exact neurobehavioural profile

• Hoyme et al. 2005 

• Based on 72 Native American cases (referred to clinics)

• 92 South African cases (active ascertainment)

• Hoyme et al. 2016

• Revision based on 370 children diagnosed with FAS

References at end of presentation



Prevalence Studies in 

South Africa 

conducted by May et 

al. 

First 3 studies in South Africa was 

done in collaboration between May 

et al and FARR.
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Louw et al (2024) Referrals 
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PREVALENCE OF DYSMORPHIC FEATURES 

OF FASD IN A SOUTH AFRICAN COHORT

Dr Jaco Louw (PhD)

Researcher / Monitoring and Impact 

Assessment Unit Coordinator: FARR



Please note:
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• This presentation does not aim to challenge existing diagnostic criteria or to 

create a new “South African” model

• Data must be interpreted with caution

• Acknowledged subjective nature of “gestalt”

• Only one clinician saw each participant

• Differences in screening criteria

• Different to IOM criteria (Stratton, Howe & Battaglia, 1996)

 / Hoyme et al. (2005, 2016)

• Most recent study included more closely aligned screening criteria 

(unpublished)

• The goal is to highlight the dysmorphic picture of FASD in a wider South 

African population based inclusion of a gestalt in diagnoses (Viljoen et al., 

2018)

References at end of presentation



A note about race\ethnicity
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• Racial categorisation has a contentious and harmful history in South Africa, specifically 

during the apartheid years

• South Africa Society for Human Genetics position statement (Malope, Da Rocha, 

Fieggen, 2021)

• Race (Black, White, Coloured/Mixed Race) is outdated and should not be used

• More nuanced labels (Bapedi, AmaXhosa, Khoisan) should be used

• This presentation will not group cases based on race

• Nuanced ethnic information was not available for participants

• There is significant admixture of ethnicities, in all the project sites. 

References at end of presentation



The impact of “gestalt” on the picture
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Current study

15

• Eight prevalence studies from 2015 to 2021

• Not all had control groups due to resource constraints

• Five studies from different project sites and provinces 

included control group 

• School based active case ascertainment studies

• All children recruited in Grade 1 (first year of primary 

school)

• Non-matched, pre-selected controls

• Controls diagnosed with FASD were removed from 

control group

• 46 controls diagnosed with FASD

References at end of presentation



Setting and participant summary

16

 r  e ers  au  

 un a s  i er
 alle 

 enoster erg

 mthan eni

 opanong

Municipality Kopanong
Dr Beyers 

Nuadé

Sundays 

River

Renoster-

berg
Britstown Total

Participants 51 191 118 137 42 539

Control 

Group
29 96 64 58 15 262

FASD group 22 95 54 79 27 277

FAS 

Diagnoses
1 83 40 57 20 201

PFAS 

Diagnoses
3 11 9 4 3 30

ARBD 

Diagnoses
0 0 0 0 0 0

ARND 

Diagnoses
18 1 5 18 4 46

Male 27 102 68 75 21 293

Female 24 89 50 62 21 246



Setting and participant summary
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 r  e ers  au  

 un a s  i er
 alle 

 enoster erg

 mthan eni

 opanong

Municipality Kopanong
Dr Beyers 

Nuadé

Sundays 

River

Renoster-

berg
Britstown Total

Mean Age 

(Year) 7.6 7.6 8.0 7.1 8.2 7.6

SD (Month) 7.5 8.1 10.5 7.9 11.1 9.8

Min Age 

(Year) 6.3 6.4 6.4 5.8 7.3 5.8

Max Age 

(Year) 9.1 10.2 11.1 9.3 11.3 11.3



Comparison of dysmorphic feature frequency
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Dysmorphic feature Difference Current study 
Hoyme et al. 

2016 guidelines
Height 83.4% (231) 88.4% (327)

Weight 73.3% (203) 87.0% (322)

OFC 72.9% (202) 95.7% (354)

PFL 58.1% (161) 84.6% (313)

Smooth philtrum 58.1% (161) 83.0% (307)

Long philtrum 56.0% (155) 33.0% (122)

Epicanthal folds 41.5% (115) 55.1% (204)

Clinodactyly 37.5% (104) 40.3% (149)

Flat nasal bridge 36.8% (102) 48.4% (179)

Altered palmar crease 32.5% (90) 46.8% (173)

Anteverted nares 23.1% (64) 31.9% (118)

Thin vermilion 19.5% (54) 79.2% (293)

Hypoplastic midface 11.9% (33) 58.4% (216)

Camptodactyly 6.9% (19) 30.8% (114)

Ptosis 5.8% (16) 17.3% (64)

“Railroad track” ears 5.8% (16) 15.4% (57)

Prognathism 3.2% (9) 5.7% (21)

Strabismus 2.9% (8) 9.5% (35)

Hypertrichosis 2.9% (8) 5.1% (19)

Heart murmur 2.2% (6) 13.5% (50)

Limited elbow supination 1.4% (4) 8.4% (31)



Comparing dysmorphic features FASD vs Controls
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FASD # % Control # % p

Height 231 83.39% 109 41.60% < .001

Weight 203 73.29% 81 30.92% < .001

OFC 202 72.92% 45 17.18% < .001

PFL 161 58.12% 25 9.54% < .001

Smooth philtrum 161 58.12% 36 13.74% < .001

Long philtrum 155 55.96% 54 20.61% < .001

Epicanthal folds 115 41.52% 48 18.32% < .001

Clinodactyly 104 37.55% 51 19.47% < .001

Flat nasal bridge 102 36.82% 39 14.89% < .001

Altered palmar crease 90 32.49% 37 14.12% < .001

Anteverted nares 64 23.10% 33 12.60% .002

Thin vermilion 54 19.49% 5 1.91% < .001

Hypoplastic midface 33 11.91% 17 6.49% .03

Camptodactyly 19 6.86% 7 2.67% .023

Ptosis 16 5.78% 2 0.76% .001

“Railroad track” ears 16 5.78% 2 0.76% .001

Prognathism 9 3.25% 1 0.38% .014

Strabismus 8 2.89% 0 0.00% .006

Hypertrichosis 8 2.89% 1 0.38% .023

Heart murmur 6 2.17% 3 1.15% .355

Limited elbow supination 4 1.44% 0 0.00% .051



Comparing dysmorphic features FASD vs Controls
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p ≤ .001
p ≤ .05



Key takeaways
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• The full picture of the dysmorphism associated with prenatal alcohol exposure may 

overemphasise certain cardinal features

• Studies with multiple clinicians evaluating the same cohort of children would be 

required to confirm

• Even in areas like South Africa where multiple studies have been done, there may still 

be ethnic differences that may have an impact on the overall picture of FASD

• This is an exploratory investigation and should suggest avenues of future investigation
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FASD PREVENTION IN SOUTH AFRICA – 

THE HEALTHY MOTHER HEALTHY BABY© 

PROGRAMME

Dr Leana Olivier (PhD)

CEO: FARR



Context and background
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• The research presented, indicated a huge need for intervention.

• The SA government does not provide support and services for 

people living with FASD.

• Upon conclusion of FARR prevalence studies, comprehensive 

awareness, prevention, and training projects are offered by 

FARR.

• One of the programmes in these projects, is the Healthy Mother 

Healthy Baby© Programme with a particular focus on 

preventing alcohol exposed pregnancies, and providing support 

to pregnant women in high-risk areas.

• The programme is based on brief motivational interviewing.

• The interventions are based on reported alcohol use.

• This presentation is based on a review of exit interviews with 

participants

• Not based on formal research



Expectations based on prevalence studies
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• Part of the maternal interview asks about mothers' reasons for 

continued alcohol use during pregnancy

• Combined interview data from multiple studies

• 545 interviewed

• 367 reported alcohol use

• 200 reported reasons for continued use

• We collapsed multiple responses into conceptually similar 

categories

• This was based on a short open-ended response

• No prompting from interviewer



Context and background
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0 10 20 30 40 50 60 70

Acknowledged problematic behaviour

Lack of knowledge or not understanding risk

For positive emotional impact

Social context

To deal with negative emotions or stress

Reasons given for continuation of alcohol use (number of responses)

• Negative emotions
• Stress

• Relationship issues

• Gender based violence

• Unwanted pregnancies

• Social context
• Because friends drink

• I drink with my partner

• For positive emotional impact
• I enjoy it

• It relieves boredom

• Lack of knowledge or not understanding 

of risk
• Did not see it as wrong

• Other children were fine

• Acknowledged problematic behaviour
• Peer pressure

• I was naughty

• Habit



Expectations
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• Pregnancy is a stressful time for clients

• Possibly unplanned or unwanted pregnancies

• There is a lack of support

• Poor partner involvement

• Lack of family or social support

• Using alcohol is a form of recreation

• Alcohol use is associated with people surrounding the 

clients using alcohol



HMHB© Clients
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• Northen Cape Province community

• FASD Prevalence 276.2/1 000 (95% CI, 215.3–337.1)

• 55 Clients

• 28 Alcohol exposure (any) / 27 No alcohol exposure

Variable No alcohol exposure Alcohol exposure p
Age [mean (SD)] 25.26 (6.56) 24.25 (5.9) 0.551
Education - Grade [mean (SD)] 11.26 (1.19) 9.54 (2.66) 0.003

No alcohol exposure Alcohol exposure
Min Max Median Min Max Median

Gravida 1 5 2 1 7 2
Parida 1 4 2 1 6 1.5
Termination of Pregnancy 0 1 0 0 0 0
Miscarriage 0 2 0 0 3 0
Stillbirth 0 1 0 0 0 0
Infant death 0 0 0 0 1 0



Stressful pregnancies
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 xpectation…

• Pregnancy is a stressful time for clients

• Possibly unplanned or unwanted pregnancies



Stressful pregnancies
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• Planned pregnancies

• Attitude towards being pregnant

• Stressfulness of pregnancy

• Mood during pregnancy

No Yes p .698
No alcohol exposure 15 (55.56%) 12 (44.44%)
Alcohol exposure 17 (60.71%) 11 (39.29%)

Not happy at all Not very happy Neutral Happy Very happy p .117
No alcohol exposure 1 (3.7%) 2 (7.4%) 1 (3.7%) 3 (11.11%) 20 (74.07%)
Alcohol exsposure 1 (3.57%) 7 (25%) 3 (10.71%) 6 (21.42%) 11 (39.28%)
Total 2 (3.63%) 9 (16.36%) 4 (7.27%) 9 (16.36%) 31 (56.36%)

Not stressful A bit stressful Stressful
Very 
stressful p .641

No alcohol exposure 10 (37.03%) 13 (48.14%) 3 (11.11%) 1 (3.7%)
Alcohol exsposure 13 (46.42%) 11 (39.28%) 4 (14.28%) 0 (0%)
Total 23 (41.81%) 24 (43.63%) 7 (12.72%) 1 (1.81%)

Generally bad
Sometimes good, sometimes 
bad Generally good

No alcohol exposure 1 (3.7%) 20 (74.07%) 6 (22.22%) p .864
Alcohol exsposure 1 (3.57%) 19 (67.85%) 8 (28.57%)
Total 2 (3.63%) 39 (70.9%) 14 (25.45%)



Support during pregnancy
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 xpectation…

• There is a lack of support

o Poor partner involvement

o Lack of family or social support



Support during pregnancy
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• No significant difference based on alcohol use during pregnancy

• Others attitudes

• Support from others

• Impact on relationship with father of child

Not positive at all Somewhat positive Very positive
Partner 5 (9.09%) 6 (10.9%) 44 (80%)
Family 2 (3.63%) 5 (9.09%) 48 (87.27%)
Friends 4 (7.27%) 6 (10.9%) 45 (81.81%)

Not supportive at all
Somewhat 
supportive Very supportive

Partner 6 (10.9%) 9 (16.36%) 40 (72.72%)
Family 2 (3.63%) 10 (18.18%) 43 (78.18%)
Friends 4 (7.27%) 7 (12.72%) 44 (80%)

Had no relationship Relationship ended No difference
Strengthened 
relationship

No alcohol 
exposure 2 (7.4%) 2 (7.4%) 4 (14.81%) 19 (70.37%)
Alcohol 
exsposure 1 (3.57%) 1 (3.57%) 10 (35.71%) 16 (57.14%)
Total 3 (5.45%) 3 (5.45%) 14 (25.45%) 35 (63.63%)



Alcohol use in social context
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 xpectation…

• Using alcohol is a form of recreation.

• Alcohol use is associated with people surrounding the client using alcohol.



Alcohol use in social context
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• The only significant differences between the alcohol exposed group and the non exposed group were 

in the social context of the mothers

• Father of child's alcohol use

• Spending time with others who use alcohol

He does not use alcohol Never Sometimes Often p .001
No alcohol 
exposure 11 (40.74%) 9 (33.33%) 6 (22.22%) 1 (3.7%)
Alcohol 
exsposure 2 (7.14%) 5 (17.85%) 11 (39.28%)

10 
(35.71%)

Total 13 (23.63%) 14 (25.45%) 17 (30.9%) 11 (20%)

Never Sometimes Often p .002
No alcohol exposure 7 (25.92%) 18 (66.66%) 1 (3.7%)
Alcohol exsposure 2 (7.14%) 14 (50%) 12 (42.85%)
Total 9 (16.36%) 32 (58.18%) 13 (23.63%)



Conclusions
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• The majority of pregnancies are unplanned.

• Pregnancies are welcomed, even when not planned.

• Families, friends and partners are supportive of pregnancies – there is social support

• The social context of alcohol use is an important avenue of intervention, the focus must be 

broader than just the pregnant mother.

• Limitations

• Not based on a formal study

• Self selected participants

• Possible desirability bias

• The community is small and may not be generalisable to other communities
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