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8 Encourage awareness and education re FASD in the workplace, rural and urban areas and 

farming communities 

100 - 

9 Promote the use of multimedia such as posters, adverts, pamphlets, TV, social media and 

road shows re FASD awareness in the communities 

100 - 

10 Promote enforcement of liquor laws and regulation of shebeens to control accessibility and 

availability of alcohol in the community 

95 - 

11 Provide access to treatment for people with alcohol-use problems in the community 100 - 

12 Provide smooth aftercare and community reintegration for people who have attended 

alcohol rehab 

95 - 

13 Promote afterschool activities in the community to prevent early exposure of adolescents 

to alcohol 

100 - 

14 Discourage all advertisements that link alcohol to sport/other popular community 

events/activities 

81 71 

15 Mandate labels on alcohol containers to contain information re the dangers of drinking 

alcoholic beverages during pregnancy 

95 - 

16 Mandate that liquor stores have warning signs regarding alcohol and pregnancy 98 - 

17 Enable the creation of support groups for individuals with alcohol misuse issues in the 

community 

95 - 

18 Facilitate the training of the community and religious leaders re FASD prevention 95 - 

19 Promote collaboration and the use of non-profit organisations (NPO) for FASD prevention 98 - 

20 Utilise community and religious leaders to increase FASD awareness in their communities 95 - 

21 Promote the expansion and adoption of NPO evidence-based interventions for prevention 

in the community 

98 - 

22 Assist families to support individuals with alcohol-use problems 98 - 

23 Facilitate the curbing of opening hours, increasing the price of alcohol and the legal age for 

drinking alcohol, and facilitate the limiting of liquor licences  

- 73 

24 Promote intervention services for mothers who have a child with FASD in the community - 100 

R1 – Round 1; R2 – Round 2; *Represents ‘agree and strongly agree’ 

 

Proposed management measures  

Education-related proposed management measures 

Of the six education-related proposed measures, only one attained 100% of agreement in round 1. 

The remaining statements also achieved a consensus rate of 90% and above (Table 8). Therefore, none 

of the statements was administered in round 2.  

Table 8: Agreement with statements regarding education-related proposed management 

measures 
 Statement R1 (%)* R2 (%)* 

1 Facilitate the development of a curriculum that accommodates individuals with FASD 93 - 

2 Facilitate the training of teachers re the classroom management for individuals with FASD  95 - 

3 Promote skilled schools for learners with learning disabilities (including individuals with 

FASD) who are not benefiting from formal education 

98 - 

4 Make provision for special assistance for individuals with FASD within mainstream schools  100 - 
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5 Facilitate the creation of the special schools for learners with a learning disability (including 
individuals with FASD) who are not benefiting from mainstream schooling  

93 - 

6 Facilitate the education of parents re the needs and management of individuals with FASD  98 - 

R1 – Round 1; R2 – Round 2; *Represents ‘agree and strongly agree’ 

 

Health-related proposed management measures 

None of the health-related proposed management measures achieved 100% agreement in both 

rounds (Table 9). Five of the statements reached consensus at 90% and above. The remaining 

statements attained 85% or more consensus, except one. Although all the statements in this sub-section 

reached the acceptable consensus for this study, some of the participants raised concerns. They 

commented on the feasibility and practicality of diagnosing school children, adolescents and adults, 

individualised medical services and creating national surveillance. They cautioned that it is not 

advisable to diagnose without making provision for services after diagnosis. They reported that 

individualised services would be too expensive and appropriate logistics have to be implemented for 

national surveillance. In round 2, we decided to separate integrated and individualised medical 

services. Only integrated service reached the consensus (88) acceptable in this study.  

Table 9: Agreement with statements regarding health-related proposed management measures 
 Statement R2 (N) R2 (%)* 

1 Facilitate capacity building re diagnosis among health professionals 98 - 

2 Facilitate FASD screening for all children who are known to have been prenatally exposed 

to alcohol 

89 - 

3 Make provision for diagnostic services for individuals  95 - 

4 Promote diagnosis for school children, adolescents and adults to reduce rates of people 
who are left undiagnosed or misdiagnosed 

86 - 

5 Promote appropriate referral pathways to services after diagnosis 98 - 

6 Facilitate the creation of diagnostic centres in clinics, hospitals and communities  91 - 

7 Facilitate the creation of national surveillance for FASD via reports from health professionals 88 - 

8 Make provision for integrated and individualised medical services for individuals with FASD 88 - 

9 Encourage routine consideration of FASD in the diagnosis and management of mental illness 
and developmental disorders 

93 - 

10 Make provision for integrated medical services for individuals with FASD - 88 

11 Make provision for individualised medical services for individuals with FASD - 81 

R1 – Round 1; R2 – Round 2; *Represents ‘agree and strongly agree’ 
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Community/social-related proposed management measures 

None of the statements attained 100% consensus in round 1, whereas one reached 100% agreement 

in round 2 (Table 10). Besides one statement, all the others achieved a consensus of 90% or more. The 

promotion of grant/social welfare for individuals with FASD attained the lowest consensus (49%). 

One of the reasons given for the low consensus was that promoting grants and social welfare would 

encourage women to drink during pregnancy to receive these benefits.  

Table 10: Agreement with statements regarding community/social-related proposed 

management measures 
 Statement  R1 (%)* R2 (%)* 

1 Provide skills training and empowerment programmes for those who need it among 
individuals with FASD 

95 - 

2 Facilitate appropriate employment opportunities for individuals with FASD 91 - 

3 Facilitate the training of community health workers/community-based workers/ youth care 
workers/ social workers and professionals within judiciary system re FASD management 

93 - 

4 Facilitate the training of the biological and foster parents/caregivers regarding the 
management of FASD 

98 - 

5 Promote the empowerment of the parents/caregivers of individuals with FASD in the 

community 

95 - 

6 Promote the establishment of support systems for biological and foster parents/caregivers 
and individuals with FASD in the community 

95 - 

7 Promote the referral of parents and individuals with FASD to appropriate services 98 - 

8 Make provision for effective counselling services for parents and individuals with FASD 98 - 

9 Encourage family/community support for individuals with FASD 98 - 

10 Provide support for individuals with FASD in child protection/foster care and criminal justice 
system 

98 - 

11 Facilitate the creation of structure and supportive environment at home, school and beyond 93 - 

12 Promote grant/social welfare for individuals with FASD - 49 

13 Make provision for adequate information about individuals with for the adoptive parents  - 100 

R1 – Round 1; R2 – Round 2; *Represents ‘agree and strongly agree’ 

Following the two rounds of responses in the Delphi process, we selected only those statements 

that qualified by 85% in either round to be included in the guideline (Box 1). 

Box 1: A proposed guideline for policy on the prevention and management of FASD  

Overall guiding principles of the policy 

The panel agreed that policy to inform the prevention and management of FASD should   

• Be holistic, considering the prevention, diagnosing and management of FASD. 

• Consider the individual with FASD and their caregivers. 

• Involve all relevant government departments such as the departments of health, education, justice, 

social development, trade and industry, labour. 

• Consider the needs of individuals with FASD throughout their lifespan. 
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• Involve the collaborative action of various professionals (social service, justice and healthcare); 

healthcare professionals from the doctors, midwives, nurses, to the community healthcare workers.  

• Adopt a human rights-based approach, which protects and promotes the rights of women, children, 

families and communities affected by FASD and recognises the principles of non-discrimination, 

participation, inclusion, equity and access. 

• Adopt a public health framework, which acknowledges drinking during pregnancy and FASD are 

part of a complex interplay of biological, social, psychological, environmental and economic factors. 

• Be culturally diverse and culturally sensitive, acknowledging the importance and strength of cultural 

values and norms. 

• Use relevant and current evidence to inform practice and interventions to strengthen the 

knowledge base to effectively prevent and manage FASD.  

• Establish clear referral pathways for the effectiveness of the prevention and management FASD 

• Avoid victim blaming that is placing women at the centre of the FASD problem, which will not 

consider them as the perpetrators of the problem. 

• Consider cost-effective interventions, which encourages a population-wide approach and enhances 

a wider coverage. 

• Be family-centred, service providers must acknowledge and value the need for individuals within the 

family structure.  

• Address social determinants of health contributing to FASD. 

• Consider input from individuals with FASD and their families in developing a policy for the 

prevention and management of FASD. 

• Promote responsible parenting, which recognises human values and enhance the development of 

individuals with FASD. 

FASD prevention measures 

Education-related prevention measures for FASD 

The panel agreed that an FASD policy on education-related prevention should contain strategies to 

• Increase awareness of the dangers of drinking alcoholic beverages during pregnancy in educational 

settings. 

• Assist individuals with alcohol-use problems in educational settings to access treatment. 

• Address the barriers to access treatment for alcohol-related problems in educational settings. 

• Address stigma associated with alcohol abuse in educational settings. 

• Improve training of teachers on FASD prevention/awareness programme. 

• Facilitate the development and implementation of FASD awareness programmes in educational 

settings. 

• Facilitate the use of peer education for FASD awareness programme in educational settings. 

• Promote healthy lifestyle in schools through sport and other extra-curricular activities. 

• Discourage the establishment of the liquor stores in the proximity of educational settings. 

• Promote the education of young individuals about healthy pregnancy in educational settings. 

• Facilitate the teaching of responsible parenthood in educational settings. 

• Improve the teaching of safe sex practices in educational settings. 

Health-related prevention measures for FASD 

The panel agreed that an FASD policy on health-related prevention should contain strategies to 

• Improve the screening of alcohol use in clinics and hospitals. 

• Improve documentation on the alcohol history for women, especially pregnant women. 
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• Facilitate the inclusion of FASD prevention as a part of health promotion activities in clinics and 

hospitals. 

• Improve the education of individuals and couples on the dangers of drinking alcoholic beverages 

during pregnancy in the pre-conception clinic. 

• Improve the education of individuals and couples on the dangers of drinking alcoholic beverages 

during pregnancy in the reproductive clinic. 

• Encourage the use of visible posters and pamphlets for FASD prevention campaigns in all clinics and 

hospitals. 

• Improve the training of healthcare professionals on FASD prevention. 

• Improve early and appropriate referral to treatment for individuals (including women) with alcohol 

misuse issues. 

• Empower health professionals with the skills to counsel and ask questions about alcohol use in a 

safe and appropriate way. 

• Promote the use of contraceptives to avoid unplanned pregnancy. 

• Improve assistance to parents of individuals with FASD to avoid having another child with FASD. 

Community/social-related prevention measures for FASD 

The panel agreed that an FASD policy on community-related prevention should contain strategies to 

• Improve education and public awareness of the dangers of alcohol abuse. 

• Improve the education of all people in the community on the dangers of drinking alcohol during 

pregnancy. 

• Improve the education of individuals and couples on the dangers of drinking alcohol during 

pregnancy in the community. 

• Encourage the use of community groups for FASD prevention (education and awareness). 

• Improve the training of the community health /community-based workers and youth care/social 

workers on FASD prevention. 

• Facilitate early intervention and assistance for individuals with alcohol-use problems in the 

community. 

• Facilitate the creation of social programmes such as skills training and empowerment programmes 

for women in the community. 

• Improve awareness and education on FASD in the workplace, rural and urban areas and farming 

communities. 

• Promote the use of multimedia such as posters, adverts, pamphlets, TV, social media and road 

shows for FASD awareness in the communities. 

• Improve enforcement of liquor laws and regulation of shebeens to control accessibility and 

availability of alcohol in the community. 

• Improve access to treatment for people with alcohol use problems in the community. 

• Improve smooth aftercare and community reintegration for people who have attended alcohol 

rehab. 

• Promote afterschool activities in the community to prevent early exposure of adolescents to 

alcohol. 

• Mandate labels on alcohol containers to contain information on the dangers of drinking alcoholic 

beverages during pregnancy. 

• Mandate that liquor stores have warning signs regarding alcohol and pregnancy. 

• Enable the creation of support groups for individuals with alcohol misuse issues in the community. 

• Facilitate the training of the community and religious leaders on FASD prevention. 

• Promote collaboration and the use of non-profit organisation (NPO) for FASD prevention. 

• Utilise the community and religious leaders to increase FASD awareness among their communities. 

• Promote the expansion and adoption of NPO evidence-based interventions for prevention in the 

community. 

http://etd.uwc.ac.za/



      

 

  259  

 

• Improve assistance to families to support individuals with alcohol use problems. 

• Improve interventions services for mothers who have a child with FASD in the community. 

FASD management measures 

Education-related management measures for FASD 

The panel agreed that an FASD policy on education-related management should contain strategies to 

• Facilitate the development of a curriculum that accommodates individuals with FASD. 

• Improve the training of teachers on classroom management for individuals with FASD.  

• Promote skill schools for learners with learning disabilities (including individuals with FASD) that 

are not benefiting from formal education. 

• Provide special assistance for individuals with FASD within mainstream schools.  

• Facilitate the creation of the special schools for learners with a learning disability (including 

individuals with FASD) that are not benefiting from mainstream schooling.  

• Facilitate the education of parents on the needs and management of individuals with FASD. 

Health-related management measures for FASD 

The panel agreed that an FASD policy on the health-related management should contain strategies to 

• Increase capacity building re diagnosis among health professionals. 

• Facilitate FASD screening for all children that are known to have been prenatally exposed to alcohol. 

• Provide diagnostic services for individuals.  

• Promote diagnosis for school children, adolescents and adults to reduce rates of people who are 

left undiagnosed or misdiagnosed. 

• Promote appropriate referral pathways to services after diagnosis. 

• Facilitate the creation of diagnostic centres in clinics, hospitals and communities. 

• Facilitate the creation of national surveillance for FASD via reports from health professionals. 

• Encourage routine consideration of FASD re the diagnosis and management of mental illness and 

developmental disorders. 

• Provide integrated medical services for individuals with FASD. 

Community/social-related management measures for FASD 

The panel agreed that an FASD policy on the community-related management should contain strategies to 

• Provide skills training and empowerment programmes for those who need it among individuals with 

FASD. 

• Facilitate appropriate employment opportunities for individuals with FASD. 

• Facilitate the training of community health workers/community-based workers/ youth care 

workers/ social workers and professionals within the judiciary system re FASD management. 

• Improve the training of the biological and foster parents/caregivers regarding the management of 

FASD. 

• Promote the empowerment of the parents/caregivers of individuals with FASD in the community. 

• Promote the establishment of support systems for biological and foster parents/caregivers and 

individuals with FASD in the community. 

• Promote the referral of parents and individuals with FASD to appropriate services. 

• Provide effective counselling services for parents and individuals with FASD. 

• Encourage family/community support for individuals with FASD. 

http://etd.uwc.ac.za/



      

 

  260  

 

• Provide support for individuals with FASD in child protection/foster care and the criminal justice 

system. 

• Facilitate the creation of structure and supportive environment at home, school and beyond. 

• Facilitate the provision of adequate information about individuals with for the adoptive parents. 

 

Discussion 

In this study, we aimed to develop a guideline that could assist policymakers in designing a holistic, 

comprehensive and multi-sectoral policy toward the prevention and management of FASD in South 

Africa. Therefore, we considered a guideline as a document that contains evidence-based 

recommendations for the prevention and management of FASD and systematically developed 

statements capable of guiding policymakers to develop a holistic policy. This guideline has the 

potential to assist South African policymakers in developing a policy that will address FASD 

considering the acceptable consensus (85%). Furthermore, it can be adapted or adopted to guide the 

development of policy for the prevention and management of FASD in other countries, especially sub-

Sahara Africa. 

Our findings indicated good support for the proposed approaches and principles of FASD policy. 

Thereby supporting our proposition that policies designed to guide the prevention and management of 

FASD should be holistic, user- and caregiver-focused, culturally diverse and sensitive, considerate of 

needs across the lifespan, collaborative, have clear referral pathways, and evidence-based and inter-

departmental. These policies should also use the public health framework, and be human rights-based, 

inter-departmental, collaborative, culturally diverse and sensitive, evidence-based, cost-effective and 

family-centred [33, 35, 36]. If these perspectives are taken into consideration, the chances of obtaining 

a policy that enhances effective and sustainable programmes to prevent and manage FASD such as 

those developed in Australia and Canada are high [33, 35, 36].  
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While designing the initial guideline, based on the finding from previous phases, we considered 

adding that FASD policies should be women-centred. Nevertheless, the experts in the Delphi approach 

suggested that women-centeredness as a guiding principle has the tendency to promote stigmatisation 

and victim blaming of women. Stigma may also influence the prevention and management of FASD 

as has been reported [7]. The opinions expressed by these participants are consistent with the current 

policy discourses to re-contextualise and decolonise FASD policies and reframe the problem of FASD 

in a way that avoids victim blaming [32]. This principle supports the argument that drinking during 

pregnancy should not be criminalised [40]. Rather, women with alcohol problems should be assisted. 

Therefore, an FASD policy must address multiple factors (local and systemic) that predispose women 

to alcohol abuse [32]. An FASD policy should also address the social, structural and economic factors 

affecting health behaviour and examine the growing gap in health inequities [32]. Thus, the notion of 

having a policy which addresses upstream drivers (social determinants of health contributing to FASD) 

is in alignment with these factors [41].  

An FASD prevention policy should support the training of teachers for FASD prevention and 

awareness as well as classroom management and the modification of curriculum for the benefit of 

individuals with FASD in an educational setting. These findings are supported by studies conducted 

to examine the relational experience of educators and the education needs of children with FASD [42, 

43]. The authors of these studies recommend specialised training for educators empowering them to 

assist individuals with FASD in the classroom to maximise their potential [42, 43]. Adequately trained 

educators can address the challenges of FASD in the classroom [44]. Goal 2 and priority 3 of the 

Canadian framework for action on FASD and the Australian national strategy for FASD, respectively 

emphasised on capacity development [35, 36]. We also record strong agreement on special assistance 

for individuals with FASD within the mainstream schools, so that they can benefit from inclusive 

education. Authors have advocated for specialised FASD classrooms and inclusive classrooms with 

FASD support [8].  
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Increasing the education and raising awareness around FASD, especially on the dangers of 

consuming alcohol during pregnancy in educational settings, clinics, communities and public places 

should also form a part of an FASD prevention policy. The need for education and awareness 

programmes is accentuated as research supports the efficacy of awareness intervention, particularly in 

areas where they are low [24]. These findings echo the urgent call for awareness in South Africa on 

the dangers of prenatal alcohol exposure and the overwhelming consequence of FASD on the lives of 

children, families and communities [3]. Comprehensive awareness and health promotion efforts 

correspond to the first level of prevention – the four-part model of prevention for FASD [45]. 

Awareness is also a core part of FASD policy strategies in Australia and Canada [33, 35, 36]. 

Therefore, awareness should be an integral part of a policy guiding the prevention and management of 

FASD [21].  

The first step toward managing FASD in a proposed policy should include the screening of all 

children who are known to have been prenatally exposed to alcohol. This targeted screening has also 

been supported by another study [46]. The respondents, nevertheless, cautioned that it is dangerous to 

screen and diagnose without adequate care and management services. We also found a high agreement 

with the idea that an FASD policy should include programmes for screening for alcohol use at clinics 

and hospitals and proper documentation of the history of alcohol use. Therefore, healthcare providers 

must be equipped with the necessary skills to have informed discussions on alcohol use with women 

[45, 47]. Discussing alcohol consumption and documenting its history also forms part of the 

recommendations of the Canadian framework for action on FASD, and the Australian action plans for 

FASD [33, 35, 36].  

Training professionals (health care, social service, criminal justice and judiciary) regarding the 

prevention, screening, identification, diagnosis and management of FASD should also be considered 

in FASD policy. The continuous education and training of the professionals to improve their 
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knowledge regarding FASD have also been advocated by some authors [48–52]. The training of these 

professionals is important because the prevention and management of FASD require a highly skilled 

multidisciplinary team [10–13]. Training is also essential as it is difficult to manage FASD because of 

its negative educational, health and social outcomes [53]. The training of parents and caregivers re the 

needs and how to care for individual with FASD should also be considered when designing policies to 

inform the FASD programmes and interventions. Therefore, training is important, as the needs of 

individuals with FASD are enormous and parents/caregivers may not have sufficient knowledge of 

raising individuals with FASD [54]. Policies for FASD in other parts of the world have also considered 

training of professionals in addressing FASD [33, 35, 36].  

Our findings indicated the inclusion of support to the parents, caregivers, and individuals with 

FASD in policy which is relevant. These findings reflect one of the practice points for primary 

healthcare providers [PHCP], stipulating that “PHCP should be aware of FASD support services in 

their community and refer families to educational and family supports early” [55]. These findings also 

correspond to level four of the four-part model for FASD (postpartum support for new mothers and 

supports for child assessments and development) [45]. The need for more support for families raising 

children with FASD has been indicated in a study [54]. Furthermore, Kapasi [56] found caregivers of 

individuals with FASD to have challenges, indicating the need for support. Challenges such as extra 

responsibility, difficulty in keeping a daily routine, feeling stigmatised and isolated, managing a child 

with antisocial behaviour problems and working with a child with diminished executive functioning 

[56]. Moreover, policies developed in Australia and Canada also advocated for support of the parents, 

caregivers, and individuals with FASD and community [33, 35, 36].  
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Strengths and limitations 

We followed a systematic empirical process to elicit information toward formulating the 

questionnaire. We developed the questionnaire using the findings of four different studies, with the 

aim of enhancing its content and quality. This process allowed us to gather credible information to be 

included in the questionnaire as all the participants had expertise/knowledge regarding FASD.  

The questionnaire was also shared with local and international experts on FASD for comments and 

improvement through a discursive process to ensure the essential parts were covered before it was used 

for the Delphi approach. The use of the Delphi approach provides the opportunity for participants to 

provide their opinions without fear of having differing views with others. This approach led to a wide 

range of opinions, which improved the guideline. The Delphi approach provides a strong basis for the 

construct validity of the questionnaire with participants being able to validate their initial responses 

and identify areas of uncertainty. The Delphi approach used in this study also allows controlled 

feedback, which provided the researchers with an opportunity to organise information, if applicable 

remove duplicates before exchanging the information with the experts.  

The purposive and snowballing sampling method used may not have provided the true 

representation of all the individuals who are knowledgeable or working in the area of FASD. 

Therefore, this method could have limited the conclusion drawn from the study. A lack of participation 

from criminal justice and judicial professionals is also a limitation of this study, as their perspectives 

have been considered essential in the literature. Additionally, we did not include individuals with 

FASD and their biological or foster parents and caregivers.  
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Conclusion 

FASD in South Africa deserves urgent attention, especially from the government in terms of the 

policy to coordinate relevant prevention and management programmes and interventions. Developing 

a comprehensive and inter-sectoral policy to guide programmes and interventions for the prevention 

and management of FASD could be a good starting point. The guideline developed has the potential 

to assist the policymakers in the development of a holistic, multi-sectoral and comprehensive policy 

for FASD or could streamline discussions on an FASD policy in other relevant contexts.  

 

Abbreviation  

FASD: Fetal alcohol spectrum disorder, NPO: Non-profit Organisation, WHO: World Health 

Organization, FAS: Fetal alcohol syndrome, PFAS: Partial fetal alcohol syndrome, ARND: Alcohol-
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alcohol related research, SPSS: Statistical Package for Social Science, PHCP: Primary healthcare 
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SECTION IV 
In this section, summary and recommendation and conclusion was written in form a policy brief. 

This was done in line with the aim of the study.  
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CHAPTER SEVEN 

Policy requirements for the prevention and management of fetal alcohol spectrum disorder in South 

Africa. International Perspectives in Psychology: Research, Practice, Consultation (Under review) 

Executive summary 

This policy brief emanated from a Ph.D. study designed to develop a guideline for the prevention 

and management of fetal alcohol spectrum disorder (FASD) to guide policymakers in developing a 

comprehensive and multi-sectoral policy. FASD is a leading source of non-genetic developmental and 

intellectual disability and is usually associated with primary and secondary disabilities. South Africa 

has been identified to have the highest prevalence of FASD in the world. Nevertheless, evidence shows 

that there is no specific policy for FASD, albeit there are clauses that could be attributed to its 

prevention and management in other existing policies. This brief is to inform policymakers about a 

guideline to tackle the FASD problem and other relevant contexts through developing a policy to guide 

the design and implementation of FASD interventions and programmes in South Africa.  
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Key Points  

• Alcohol consumption (especially during pregnancy) is a complex public health issue in South 

Africa, with various adverse outcomes including fetal alcohol spectrum disorder (FASD), 

which is the leading source of non-genetic developmental and intellectual disabilities.   

• The national prevalence of FASD in South Africa ranges from 29 to 290 per 1 000 live births, 

which is the highest in the world. 

• Research shows the lack of a harmonised approach and specific policy to address FASD in 

South Africa while government programmes remain limited and fragmented across relevant 

departments. Therefore, there is a need for streamlined programmes within the integrated 

health system to address FASD. 

• Research indicates the need to develop a comprehensive and multi-sectoral policy for the 

prevention and management of FASD. 

• Evidence suggests having a policy that is culturally diverse and sensitive, collaborative, 

holistic, evidence-based, multi-sectoral and that considers needs across the lifespan and address 

social determinants of health could address FASD. 

• Finding indicates awareness and education of the dangers of drinking alcohol, access to 

treatment for alcohol problems, training of service providers, capacity building related to 

diagnosis and support for parents and individuals with FASD as the essential components of 

an FASD policy.  

• More research is needed on how to successfully implement a compressive and multi-sectoral 

policy for FASD. 

• There are no safe limits of alcohol during pregnancy. 

 

 

http://etd.uwc.ac.za/



      

 

  277  

 

An overview of FASD 

Fetal alcohol spectrum disorder is a diagnostic term used to describe a range of conditions affecting 

persons exposed to alcohol during pregnancy [1–3]. These conditions can be classified under four 

groups, i.e. fetal alcohol syndrome (FAS), partial FAS, alcohol-related neurodevelopmental disorders 

and alcohol-related birth defects  [4, 5]. No amount of alcohol is safe, and there is no safe time to drink 

during pregnancy which will not lead to FASD [6, 7]. FASD may lead to primary and secondary 

disabilities [8]. Primary disabilities are those with which these individuals are born [9]. They may 

include intellectual disability, learning difficulties, poor impulse control, problems with attention, 

memory loss, social perception, reasoning and using judgement, cognitive processing, mathematics 

and language deficits, and developmental lags [10, 11]. Those disabilities that have developed because 

of a lack of early and appropriate interventions for primary disabilities are called secondary disabilities. 

They could comprise mental health problems, disrupted school experience, trouble with the law, 

custody, inappropriate sexual behaviour, and alcohol/drug problems [12].  

 

Contextualising the problem in South Africa  

South Africa is considered to have the highest prevalence of FASD in the world, which ranges 

from 29 to 290 per 1 000 live births [13]. Alcohol drinking is a complex public health issue in the 

country, with various adverse outcomes including FASD [13, 14]. The rate of alcohol consumption in 

South Africa is said to be the highest in Africa and among the highest in the world [15]. The levels of 

lifetime consumption of alcohol are 49% and 22% for men and women, respectively [16]. Although 

the rate of alcohol consumption for women seems low, it is important to know that those who drink, 

do so in excess and binge drinking is widespread [17–19]. Alcohol consumption during pregnancy is 

also rampant with a rate ranging from 2.5% to 45% [20]. Drinking is used by many women to cope 

with their socio-economic and socio-political realities [21].  
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The root cause of excessive alcohol consumption in South Africa could be linked to the ‘dop’ 

system – a practice where farmers compensated for work either in part or in full using alcoholic 

beverages [22]. Although this system has been abolished, its lingering effects remain and still 

influences the drinking patterns for men and women, especially those in wine-producing areas [23]. 

The ‘dop’ system contributes to a persistent increase in the prevalence of FASD along with the 

presence of many illegal liquor stores, e.g. shebeens which make alcohol accessible to all groups of 

people [24].  

The endemic nature of maternal risk factors causes the FASD problem to be severe in South Africa 

[25]. These factors include low socio-economic status, unemployment, low educational status, sexual 

and intimate partner violence, substance abuse, living conditions, family structure (single parent), an 

unhealthy lifestyle, low religiosity, and unhealthy patterns of alcohol consumption [25]. The National 

Department of Health and Western Cape Government have recognised FASD as one of ten focal 

genetic conditions and priority birth defects [26]. However, services and interventions to address 

FASD are fragmental across relevant departments at national and provincial level [27–29]. Most 

efforts to address FASD in South Africa have been made by non-profit organisations whose services 

have been hindered by a shortage of capital and human resources [28].  

 

Summary of the findings from the study  

Our study confirmed that there is no specific policy document addressing FASD in South Africa 

[27, 28, 30]. However, clauses that possibly attribute to the prevention and management of FASD exist 

in other related policy documents, although these do not address FASD in a holistic manner. We 

conducted a document review of several related policy documents. This review indicated that more 

policy-related documents mentioned the terms FAS and FASD in comparison to another one conducted 

in 2008 [29, 31]. Even with the availability of effective interventions in preventing and managing 
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FASD, this finding cannot be construed that the increase in the number of policy documents 

mentioning these terms has translated to a systematic approach in addressing FASD. Herein, we 

explored the policymakers and service providers re approaches to policy development and policy 

requirements for the prevention and management of FASD. Then, we engaged the experts on FASD 

through the Delphi approach to formulating measures for the prevention and management of FASD in 

South Africa. 

 

The proposed measures for the prevention and management of FASD in South Africa  

Overall guiding principles of the policy 
• Be holistic, considering the prevention, diagnosing and management of FASD. 

• Consider the individual with FASD and their caregivers. 

• Involve all relevant government departments such as the departments of health, education, 

justice, social development, trade and industry, labour. 

• Consider the needs of individuals with FASD throughout their lifespan. 

• Involve the collaborative action of various professionals (social service, justice and 

healthcare); healthcare professionals from the doctors, midwives, nurses, to the community 

healthcare workers.  

• Adopt a human rights-based approach, which protects and promotes the rights of women, 

children, families and communities affected by FASD and recognises the principles of non-

discrimination, participation, inclusion, equity and access. 

• Adopt a public health framework, which acknowledges drinking during pregnancy and FASD 

are part of a complex interplay of biological, social, psychological, environmental and 

economic factors. 

• Be culturally diverse and culturally sensitive, acknowledging the importance and strength of 

cultural values and norms. 

• Use relevant and current evidence to inform practice and interventions to strengthen the 

knowledge base to effectively prevent and manage FASD.  

• Establish clear referral pathways for the effectiveness of the prevention and management 

FASD 

• Avoid victim blaming that is placing women at the centre of the FASD problem, which will 

not consider them as the perpetrators of the problem. 

• Consider cost-effective interventions, which encourages a population-wide approach and 

enhances a wider coverage. 

• Be family-centred, service providers must acknowledge and value the need for individuals 

within the family structure.  

• Address social determinants of health contributing to FASD. 

• Consider input from individuals with FASD and their families in developing a policy for the 

prevention and management of FASD. 

http://etd.uwc.ac.za/



      

 

  280  

 

• Promote responsible parenting, which recognises human values and enhance the 

development of individuals with FASD. 

FASD prevention measures 

Education-related prevention measures for FASD 

• Increase awareness of the dangers of drinking alcoholic beverages during pregnancy in 

educational settings. 

• Assist individuals with alcohol-use problems in educational settings to access treatment. 

• Address the barriers to access treatment for alcohol-related problems in educational 
settings. 

• Address stigma associated with alcohol abuse in educational settings. 

• Improve training of teachers on FASD prevention/awareness programme. 

• Facilitate the development and implementation of FASD awareness programmes in 

educational settings. 

• Facilitate the use of peer education for FASD awareness programme in educational settings. 

• Promote healthy lifestyle in schools through sport and other extra-curricular activities. 

• Discourage the establishment of the liquor stores in the proximity of educational settings. 

• Promote the education of young individuals about healthy pregnancy in educational settings. 

• Facilitate the teaching of responsible parenthood in educational settings. 

• Improve the teaching of safe sex practices in educational settings. 

Health-related prevention measures for FASD 

• Improve the screening of alcohol use in clinics and hospitals. 

• Improve documentation on the alcohol history for women, especially pregnant women. 

• Facilitate the inclusion of FASD prevention as a part of health promotion activities in clinics 

and hospitals. 

• Improve the education of individuals and couples on the dangers of drinking alcoholic 

beverages during pregnancy in the pre-conception clinic. 

• Improve the education of individuals and couples on the dangers of drinking alcoholic 

beverages during pregnancy in the reproductive clinic. 

• Encourage the use of visible posters and pamphlets for FASD prevention campaigns in all 

clinics and hospitals. 

• Improve the training of healthcare professionals on FASD prevention. 

• Improve early and appropriate referral to treatment for individuals (including women) with 

alcohol misuse issues. 

• Empower health professionals with the skills to counsel and ask questions about alcohol 

use in a safe and appropriate way. 

• Promote the use of contraceptives to avoid unplanned pregnancy. 

• Improve assistance to parents of individuals with FASD to avoid having another child with 

FASD. 

Community/social-related prevention measures for FASD 

• Improve education and public awareness of the dangers of alcohol abuse. 

• Improve the education of all people in the community on the dangers of drinking alcohol 

during pregnancy. 

• Improve the education of individuals and couples on the dangers of drinking alcohol during 

pregnancy in the community. 
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• Encourage the use of community groups for FASD prevention (education and awareness). 

• Improve the training of the community health /community-based workers and youth 

care/social workers on FASD prevention. 

• Facilitate early intervention and assistance for individuals with alcohol-use problems in the 

community. 

• Facilitate the creation of social programmes such as skills training and empowerment 

programmes for women in the community. 

• Improve awareness and education on FASD in the workplace, rural and urban areas and 

farming communities. 

• Promote the use of multimedia such as posters, adverts, pamphlets, TV, social media and 

road shows for FASD awareness in the communities. 

• Improve enforcement of liquor laws and regulation of shebeens to control accessibility and 

availability of alcohol in the community. 

• Improve access to treatment for people with alcohol use problems in the community. 

• Improve smooth aftercare and community reintegration for people who have attended 

alcohol rehab. 

• Promote afterschool activities in the community to prevent early exposure of adolescents 

to alcohol. 

• Mandate labels on alcohol containers to contain information on the dangers of drinking 

alcoholic beverages during pregnancy. 

• Mandate that liquor stores have warning signs regarding alcohol and pregnancy. 

• Enable the creation of support groups for individuals with alcohol misuse issues in the 

community. 

• Facilitate the training of the community and religious leaders on FASD prevention. 

• Promote collaboration and the use of non-profit organisation (NPO) for FASD prevention. 

• Utilise the community and religious leaders to increase FASD awareness among their 

communities. 

• Promote the expansion and adoption of NPO evidence-based interventions for prevention 

in the community. 

• Improve assistance to families to support individuals with alcohol use problems. 

• Improve interventions services for mothers who have a child with FASD in the community. 

FASD management measures 

Education-related management measures for FASD 

• Facilitate the development of a curriculum that accommodates individuals with FASD. 

• Improve the training of teachers on classroom management for individuals with FASD.  

• Promote skill schools for learners with learning disabilities (including individuals with FASD) 

that are not benefiting from formal education. 

• Provide special assistance for individuals with FASD within mainstream schools.  

• Facilitate the creation of the special schools for learners with a learning disability (including 

individuals with FASD) that are not benefiting from mainstream schooling.  

• Facilitate the education of parents on the needs and management of individuals with FASD. 

Health-related management measures for FASD 

• Increase capacity building re diagnosis among health professionals. 

• Facilitate FASD screening for all children that are known to have been prenatally exposed 
to alcohol. 
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• Provide diagnostic services for individuals.  

• Promote diagnosis for school children, adolescents and adults to reduce rates of people 

who are left undiagnosed or misdiagnosed. 

• Promote appropriate referral pathways to services after diagnosis. 

• Facilitate the creation of diagnostic centres in clinics, hospitals and communities. 

• Facilitate the creation of national surveillance for FASD via reports from health 

professionals. 

• Encourage routine consideration of FASD re the diagnosis and management of mental illness 

and developmental disorders. 

• Provide integrated medical services for individuals with FASD. 

Community/social-related management measures for FASD 

• Provide skills training and empowerment programmes for those who need it among 

individuals with FASD. 

• Facilitate appropriate employment opportunities for individuals with FASD. 

• Facilitate the training of community health workers/community-based workers/ youth care 

workers/ social workers and professionals within the judiciary system re FASD 

management. 

• Improve the training of the biological and foster parents/caregivers regarding the 

management of FASD. 

• Promote the empowerment of the parents/caregivers of individuals with FASD in the 

community. 

• Promote the establishment of support systems for biological and foster parents/caregivers 

and individuals with FASD in the community. 

• Promote the referral of parents and individuals with FASD to appropriate services. 

• Provide effective counselling services for parents and individuals with FASD. 

• Encourage family/community support for individuals with FASD. 

• Provide support for individuals with FASD in child protection/foster care and the criminal 

justice system. 

• Facilitate the creation of structure and supportive environment at home, school and 

beyond. 

• Facilitate the provision of adequate information about individuals with for the adoptive 

parents. 

 

Conclusions  

FASD is recognised as a public health problem in South Africa. However, there is no specific 

policy to guide efforts to address the condition. There has been a persistent increase in FASD 

prevalence despite current prevention efforts. This increase calls for the decolonisation of the current 

approach to policy and intervention. FASD is a lifelong disability that affects individuals, families and 
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communities, preventing people from actualising their potentials. Therefore, to achieve Vision 2030 

(National Development Plan), strategies for FASD should be streamlined within the current integrated 

services.  

A policy should be developed to facilitate awareness and education programmes in the 

communities, health facilities and schools and the training of service professionals re FASD prevention 

strategies. The policy should also encourage the training of relevant service providers regarding the 

diagnosis and management of individuals with FASD. Furthermore, it should support individuals with 

FASD and their families along with skills development for these individuals. 

 

Recommendations  

In developing this policy, we recommend the following: 

(1) The policy should be developed in a way that incorporates most of the guiding principles that 

we have mentioned above. Collaboration between different sectors (departments) to prevent 

and manage FASD requires policy development to take a multi-sectoral approach. The many 

consequences that may arise from prenatal alcohol exposure usually encompassing medical, 

educational and social problems warrant the collaboration of the relevant departments, which 

currently work in silos. Therefore, to address FASD holistically, departments such as 

Education, Health, Social Development, Labour, Trade and Industry, Justice and Correctional 

Services should collaboratively work together. Working in this manner will ensure information 

sharing and promote interventions across the lifespan. 

(2) There are many factors such as income, living conditions, educational status (social 

determinant of health) contributing to the increase in the prevalence of FASD. There is a need 

to address these factors for interventions to be effective in addressing FASD. Furthermore, 
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interventions for prevention and management must be based on current evidence and culturally 

diverse and sensitive. Additionally, a family-centred approach should be considered in the 

development of the policy. This approach encourages input from individuals with FASD and 

their families and ensures their human rights are protected. Moreover, there is a need to 

decolonise the current policy approach; women should be seen as victims and not perpetrators 

of the problem to avoid victim-blaming.  

(3) FASD is preventable, therefore there is a need to develop holistic prevention strategies for 

FASD to reduce the prevalence of FASD and the number of individuals who will require 

management services. There is a need for awareness and education on the danger of drinking 

alcohol during pregnancy in the communities, health facilities and schools targeting young 

adolescents. The importance of awareness and education is to promote abstinence and 

responsible drinking before adolescents reach childbearing age. Awareness and education 

should also target the general population, and could be part of the current integrated services. 

However, these strategies need to be streamlined within the integrated services for them to be 

effective in addressing FASD. 

(4) Because unplanned pregnancies contribute to the increase in the prevalence of FASD, there 

should be a promotion of the use of contraceptives to couples. Furthermore, individuals with 

an alcohol problem should be assisted to access and complete treatment and be supported to 

integrate into society after treatment. Promoting skills development and a social programme is 

also necessary for the communities to engage individuals, and may reduce drinking. Also, 

relevant service providers should be trained to be able to document and counsel individuals 

appropriately as well as pregnant women with alcohol problems.  

(5) There is a need to develop a comprehensive strategy to manage FASD. The consequences of 

prenatal alcohol exposure may lead to both primaries and secondary disabilities. These 

consequences must be managed timeously to improve the quality of life for individuals with 
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FASD. FASD-related screening of babies confirmed to have been exposed to alcohol during 

pregnancy should be routinised. Routinised screening can promote early diagnosis and 

intervention to prevent secondary disabilities. Relevant service providers to support the routine 

screening of diagnosis and management is necessary as it requires a multidisciplinary team of 

professionals to diagnose FASD. Early diagnosis and the establishment of national surveillance 

for FASD are encouraged to create a mechanism for managing FASD. Training of teachers 

should also be included in an FASD policy for classroom management of FASD, as individuals 

with this condition may find the classroom challenging and require additional support to cope.  

(6) Policymakers should consider enacting an FASD policy that promotes a school of skills and 

special schools for individuals with FASD who are not benefiting from the mainstream schools 

because of their low intellectual abilities. When designing FASD programmes and 

interventions, support for individuals with the disorder and their biological and foster parents 

should also be considered. This support can enable individuals with FASD to maximise their 

potential.  

(7) An enacted FASD policy must consider viable and reliable pathways for sharing information 

on a diagnosis across departments, especially departments such as Education, Health and Social 

Development. For example, if a child is diagnosed by the Department of Health, this 

information must be shared with the Department of Education, so that the child can be assisted 

and channelled to an appropriate school. The information should also be shared with the 

Department of Social Development to assist the child and parents in the communities, and with 

the Department of Justice and Labour.  
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APPENDIX 
 

Consolidated criteria for reporting qualitative studies (COREQ): 32-item checklist 

 
No.  Item  

 

Guide questions/description Reported on Page # 

Domain 1: Research team 

and reflexivity  

  

Personal Characteristics    

1. Interviewer/facilitator Which author/s conducted the interview or focus 

group?  

Results (8) 

Babatope O. Adebiyi 

2. Credentials What were the researcher’s credentials? E.g. PhD, 

MD  

Babatope O. Adebiyi 

PhD Student 

 

Ferdinand C. Mukumbang 

PhD 

 

Lizahn G. Cloete 

PhD 

 

Anna-Marie Beytell 

PhD 

3. Occupation What was their occupation at the time of the 

study?  

Student;  

Post-Doctoral researcher  

Lecturer,  

Lecturer 

4. Gender Was the researcher male or female?  Male,  

Male,  

Female,  

Female 

5. Experience and training What experience or training did the researcher 

have?  

Methods (1) 

They all have extensive 

experience in conducting 

qualitative study 

Relationship with participants    

6. Relationship established Was a relationship established prior to study 

commencement?  

(8) Yes 

7. Participant knowledge of the 

interviewer  

What did the participants know about the 

researcher? e.g. personal goals, reasons for doing 

the research  

(8) Participant information 

sheet and Consent form 

8. Interviewer characteristics What characteristics were reported about the inter 

viewer/facilitator? e.g. Bias, assumptions, reasons 

and interests in the research topic  

Methods (9) 

The participants know that the 

primary researcher is a student 

Domain 2: study design    

Theoretical framework    

9. Methodological orientation 

and Theory  

What methodological orientation was stated to 

underpin the study? e.g. grounded theory, discourse 

analysis, ethnography, phenomenology, content 

analysis  

Methods (8,10) 

- Exploratory qualitative design  

- Framework Method 

Participant selection    
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10. Sampling How were participants selected? e.g. purposive, 

convenience, consecutive, snowball  

Methods (8) 

Purposive sampling 

11. Method of approach How were participants approached? e.g. face-to-

face, telephone, mail, email  

Methods (8) 

face-to-face, telephone, email 

12. Sample size How many participants were in the study?  Results (9) 

65 

13. Non-participation How many people refused to participate or 

dropped out? Reasons?  

Methods (8) 

3 (It was because of the work 

load) 

Setting   

14. Setting of data collection Where was the data collected? e.g. home, clinic, 

workplace  

Methods (9) 

Clinic, workplace 

15. Presence of non-participants Was anyone else present besides the participants 

and researchers?  

Results (9) 

No 

16. Description of sample What are the important characteristics of the 

sample? e.g. demographic data, date  

Results (9) 

Profession, Gender and 

Working experience 

Data collection    

17. Interview guide Were questions, prompts, guides provided by the 

authors? Was it pilot tested?  

Methods (9) 

No 

18. Repeat interviews Were repeat interviews carried out? If yes, how 

many?  

N/A 

 

19. Audio/visual recording Did the research use audio or visual recording to 

collect the data?  

Methods (9) 

Yes 

20. Field notes Were field notes made during and/or after the 

interview or focus group? 

Methods (9) 

Yes 

21. Duration What was the duration of the inter views or focus 

group?  

Methods (9) 

30 – 60 minutes 

22. Data saturation Was data saturation discussed?  Methods 

Yes 

23. Transcripts returned Were transcripts returned to participants for 

comment and/or correction?  

N/A 

No 

Domain 3: analysis and 

findings  

  

Data analysis    

24. Number of data coders How many data coders coded the data?  Methods (10) 

2 

25. Description of the coding 

tree 

Did authors provide a description of the coding 

tree?  

No 

26. Derivation of themes Were themes identified in advance or derived from 

the data?  

Methods (10) 

Derived from the data? 

27. Software What software, if applicable, was used to manage 

the data?  

N/A 

28. Participant checking Did participants provide feedback on the findings?  Strengths and limitations 

No 

Reporting    

29. Quotations presented Were participant quotations presented to illustrate 

the themes/findings? Was each quotation identified? 

e.g. participant number  

Results (11-22) 

Yes 

30. Data and findings consistent Was there consistency between the data presented 

and the findings?  

(22-27) 
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Relationship to existing 

knowledge  

Yes  

31. Clarity of major themes Were major themes clearly presented in the 

findings?  

Results (11-22) 

Yes 

32. Clarity of minor themes Is there a description of diverse cases or discussion 

of minor themes?       

Discussion (22-27) 

Yes 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  294  

 

PUBLISHED ARTICLES 

 
 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  295  

 

 
 

 

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  296  

 

 
 

 

 

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  297  

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  298  

 

 

 

 
 

 

 

 

http://etd.uwc.ac.za/



      

 

  299  

 

SUBMITTED ARTICLES 
 

 

 

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  300  

 

 

 

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

http://etd.uwc.ac.za/



      

 

  301  

 

CONFERENCE PAPERS AND POSTERS 
 

 

 
 

 

 

 

  

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  302  

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  303  

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  304  

 

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  305  

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  306  

 

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://etd.uwc.ac.za/



      

 

  307  

 

 
 

http://etd.uwc.ac.za/




